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ABSTRACT 
Background: Globally, the number of young people living with perinatally acquired HIV 
continues to rise, mainly in Africa, including Malawi. Advances in antiretroviral therapy 
mean that perinatally infected young people are increasingly surviving into adulthood. 
However, to date, this group has received relatively less attention in the field of HIV 
care. There is a need for the development of appropriate care and support services for 
this group. Although there is a growing body of knowledge about medical, sexual and 
reproductive health issues for this group, relatively less attention has been given to 
understanding other aspects of ǇŽƵŶŐƉĞŽƉůĞ ?Ɛ life experiences. In 2010, HIV prevalence 
among young people aged 15 - 19 years in Malawi was significantly higher among 
females (4.2%) than males (1.3%). Additionally, young women affected by HIV may be 
particularly vulnerable to sexual abuse and/or normative expectations such as 
subordination in sexual relationships. There is a gap in our current understanding of the 
structureƐ ĂŶĚ ŵĞĐŚĂŶŝƐŵƐ ƵŶĚĞƌůǇŝŶŐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉƐǇĐŚŽƐŽĐŝĂů ĂŶĚ ƐĞǆƵĂů
experiences and challenges as they grow up with HIV. In addition, it is unclear whether 
HIV services meet the varying needs of the young women as they grow into adulthood. 
Hence, this thesis focuses on young women rather than both genders.   
Aim: To determine the meaning of the experience of growing up with perinatally 
acquired HIV for young women aged 15-19 in Malawi, exploring the complexities of 
their lives in order to understand their health outcomes within the wider socio-cultural 
and structural context. 
Objectives: were broadly formulated into two areas: 
To explore the psychosocial, sexual and reproductive experiences of growing up with 
perinatally acquired HIV for the young women  
 To determine the structural factors, perceptions, values and aspirations 
influencing young ǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐĂƐƚŚĞǇŐƌŽǁƵƉǁŝƚŚ,/sƚŽĂĚƵůƚŚŽŽĚ ? 
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To explore the health, sex and relationship challenges for young women growing up 
with perinatally acquired HIV and the impact of the current HIV related and sexual and 
reproductive health (SRH) services. 
 To identify the psychosocial and SRH challenges of the young women as they are 
growing up to adulthood. 
 To identify the issues and challenges encountered by caregivers as they look 
after young women growing up with HIV. 
 To identify the issues and challenges encountered by service providers as they 
provide health care to the young women growing up with HIV. 
 To assess the impact of the existing health services on the needs of the young 
women as they grow up to adulthood. 
 To identify the most important and realistic strategies in meeting the needs of 
perinatally HIV infected young women as they grow up to adulthood in Malawi.  
Methods: A qualitative ĐĂƐĞƐƚƵĚǇĚĞƐŝŐŶǁĂƐĂĚŽƉƚĞĚǁŚĞƌĞďǇĞĂĐŚ ‘ĐĂƐĞ ?ĐŽŵƉƌŝƐĞĚĂ
young woman aged 15-19 years, a nominated primary caregiver and a service provider. 
In-depth interviews were used to collect data. The interviews with the young women 
were based on an innovative visual method,  ‘ŵǇ ƐƚŽƌǇ ďŽŽŬ ? ƚŽ ĞŶĐŽƵƌĂŐĞ ŽƉĞŶ
discussion on sensitive topics. The case study approach enabled more comprehensive 
understanding ŽĨǇŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐ ?dŚĞƐƚƵĚǇŝŶĐůƵĚĞĚ 14 cases (i.e. a total 
of 42 participants).  
Findings: Young women endured multiple losses and HIV stigma that negatively 
impacted upon their sense of self and belonging. Many lived with an enduring sense of 
sadness that was rarely openly addressed. Emotional, material and social support were 
essential in helping young women to build a sense of identity and to carve out a 
ƐƵĐĐĞƐƐĨƵů ůŝĨĞ ?ďƵƚǁŽŵĞŶ ?ƐĂĐĐĞƐƐƚŽƐƵĐŚƌĞƐŽƵƌĐĞƐǁĞƌĞŚŝŐŚůǇǀĂƌŝĂďůĞ ?ĂƌĞŐŝǀĞƌƐ ?
resources were often over-burdened and several lacked the capacity to provide young 
women with an adequately ƐƵƉƉŽƌƚŝǀĞĞŶǀŝƌŽŶŵĞŶƚ ?zŽƵŶŐǁŽŵĞŶ ?ƐƐƚƌĂƚĞŐŝĞƐƚŽƐĞĞŬ
love, acceptance or material advancement often led them into complex situations 
where they were taking sexual risks or had little control over their reproductive health. 
The study found that both service providers and caregivers often turned a blind eye to 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ĂĐƚŝǀŝƚŝĞƐ ? ůĞĂĚŝŶŐ ƚŽ ƉŽŽƌsexual and reproductive health 
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outcomes. Accessing SRH care was hindered by normative cultural practices that made 
it hard for providers, caregivers or young women to talk about relationships, sexual 
behaviour or contraception.  
Conclusion: Addressing the complex and inter-linked needs of perinatally infected 
ǇŽƵŶŐǁŽŵĞŶƉŽƐĞƐĂŬĞǇĐŚĂůůĞŶŐĞĨŽƌDĂůĂǁŝ ?Ɛ,/sƐĞƌǀŝĐĞƐ ?One way forward might 
be to explore ways in which services could develop integrated models of care, offering a 
 ‘ŽŶĞ-ƐƚŽƉƐŚŽƉ ?ƚŽƚŚŝƐǀƵůŶĞƌĂďůĞŐƌŽƵƉ ?ŝŶĐůƵĚŝŶŐĞĨĨŽƌƚƐƚŽƉƌŽǀŝĚĞĐŽŶƚŝŶƵŝƚǇŽĨĐĂƌĞ ?
practical/material support, expanded contraceptive services and support for young 
women who become pregnant or have children. Such service developments will require 
ĂƐŚŝĨƚŝŶƉƌŽǀŝĚĞƌƐ ?ĂƐƐƵŵƉƚŝŽŶƐĂŶĚĂƚƚŝƚƵĚĞƐ ƚŽǁĂƌĚƐǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůŶĞĞĚƐ in 
particular. Additional training may be required to help providers identify ways in which 
they can engage better wiƚŚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŵǇƌŝĂĚ ŶĞĞĚƐ ?The burden of care 
experienced by caregivers and the difficulties they faced in meeting the needs of their 
young women also indicate that HIV services need to include ways ŽĨ  ‘ĐĂƌŝŶŐ ĨŽƌ ƚŚĞ
ĐĂƌĞŐŝǀĞƌƐ ? ?Policy makers and non-governmental organisations need to aware of young 
ǁŽŵĞŶ ?ƐŵĂƚĞƌŝĂůŶĞĞĚƐĂŶĚget involved in empowering the young women with stable 
income generating activities or sources of income such employment (not hand-outs).  
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CHAPTER ONE 
INTRODUCTION 
1.1 Background to the study 
An escalating number of young people who acquire HIV perinatally continue to survive 
into adulthood in high HIV prevalence countries including Malawi, yet their distinctive 
needs remain unaddressed by most health systems (Ross and Cataldo, 2010 , WHO and 
UNICEF, 2008 , Family Health International, 2005). The remarkable success of 
antiretroviral therapy (ART) in paediatric HIV has changed the face of the epidemic from 
a fatal disease to a chronic health condition among young people as they grow up to 
adulthood presenting distinctive needs and challenges. The challenges include HIV 
associated stigma, issues relating to having sex, accepting and disclosing their HIV status 
to other family members, peers and sexual partners, and life-long medication 
adherence. Some studies show that socially, these young people lack psychosocial 
support, autonomy from parents and peer acceptance (Collins, 2001, Lewis, 2001). Their 
social participation becomes complicated by the desire to conceal their HIV status due 
to fear of stigma, discrimination and rejection (Mandalasi et al., 2010 , Menon et al., 
2007).  
Existing evidence on perinatally infected adolescents has mainly focused on their 
medical, sexual and reproductive health (SRH) in mixed gender samples (Busza et al., 
2013 , Obare and Van der Kwaak, 2010) with relatively less attention given to 
understanding other aspects of their life experiences. No study has specifically looked at 
young women to understand their lives better, in terms of the structures and 
mechanisms underlying their psychosocial and sexual experiences and challenges as 
they grow up with HIV. HIV services are often medically focused and it is unclear 
whether they meet the varying needs of these young people as they grow up into 
adulthood. The literature further shows that in 2010 HIV prevalence rates among young 
people aged between 15 and 19 years in Malawi were significantly higher among young 
women (4.2%) than among their male counterparts (1.3%) (Government of Malawi, 
2012). Therefore, the current study focuses on young women with perinatally acquired 
HIV (rather than both genders) to better understand their lives from their own 
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perspectives and those of their caregivers and service providers. All the key individuals 
involved in provision of their care within the family and health systems were 
incorporated in the study to focus comprehensively ŽŶ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ ?
needs and challenges of living with HIV, with the ultimate goal of improving and/or 
developing services to meet their multiple holistic needs and to mitigate the challenges 
they encounter.  
1.2 HIV and AIDS epidemiological facts: global and sub-Saharan overview  
Although there is an increase in HIV incidence in some parts of the world, globally the 
incidence of new infections shows an overall decline. Since 2001, the incidence of new 
infections in adults has declined by more than 20%. In 2011, UNAIDS reported 700,000 
fewer new HIV infections than in 2001 (UNAIDS, 2012). Between 2001 and 2011, new 
HIV infections in 25 low- and middle-income countries dropped by more than 50%. 
Since 2001, the sharpest declines have been reported in the Caribbean (by 42%) and 
sub-Saharan Africa (by 25%). New HIV infections in children (acquired perinatally) have 
also declined by 43% from 2003 to 2011. In addition, since 2005 there has been a 
decrease in AIDS related deaths from 1.8 million in 2009 to 1.7 million in 2011, partly 
due to antiretroviral treatment scale-up and stable decline in HIV incidence. The 
following table defines the global epidemiological facts on HIV and AIDS.                                                    
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Table 1  Global HIV estimates 
Global estimates for adults and children in 2011 
Number of people living with HIV 34.0 million [31.4 W35.9 million] 
Adults 30.7 million [28.2 W32.3 million] 
Children (<15 years) 3.3 million [3.1 W3.8 million] 
  
People newly infected with HIV in 2011 2.5 million [2.2 W2.8 million] 
Adults 2.2 million [1.9 W2.4 million] 
Children (<15 years) 330 000 [280 000 W390 000] 
  
AIDS deaths in 2011 1.7 million [1.5 W1.9 million] 
Adults 1.5 million [1.3 W1.7 million] 
Children (<15 years) 230 000 [200 000 W270 000] 
 
Source: Adopted from UNAIDS 2012  
The majority of HIV infection among young people aged under 15 is through maternal 
to child transmission (UNAIDS, 2012). It is likely that the number of perinatally HIV-
infected young people will continue to escalate and that they will survive into young 
adulthood in the coming years. This is attributed to increased access to life-prolonging 
ART (Family Health International, 2009). Globally, it is estimated that 40% of new HIV 
infections (for the ages 15 years and over) are in young people aged 15 W24 and are 
associated with sexual transmission. In other parts of the world, young women are 
more affected than the young men due to their increased vulnerability (UNAIDS, 2012 ).  
Approximately 69% (more than two-thirds) of HIV infected individuals world-wide live in 
the region of sub-Saharan Africa. The region remains the hardest hit, with one in every 
twenty adults infected with HIV, yet the region accounts for only 12% of the global 
population (UNAIDS, 2012). Despite the 25% reduction in new HIV infections, the sub-
Saharan region still accounts for 72% of new HIV infections globally. The majority of 
children infected with HIV live in the sub-Saharan region, accounting for 94% of the 
total. Globally, approximately 390,000 children acquired HIV through mother to child 
transmission in 2010, and over 90% of these cases occurred in the sub-Saharan region 
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(WHO et al., 2011). Although, new HIV infections in children declined by 43% from 2003 
to 2011, more than 2,400 young people are reported to be infected with HIV each day 
(UNAIDS, 2012). This could signify the gravity of risky sexual behaviours among young 
people in the region.  
Importantly, the number of people (including children) receiving ART in the region for 
the years 2009 to 2011 has increased considerably by 59%. The success of ART has led 
to a number of issues for perinatally HIV infected children who instead of dying in early 
childhood are now growing up to adolescence and young adulthood. There has been a 
concentrated effort to address the sexual and reproductive needs of this emerging 
group in the epidemic in order to achieve some of the 2015 global AIDS targets, such as 
reducing the transmission of HIV through sex by 50% and eliminating vertical 
transmission by 2015 (UNAIDS, 2010).  
1.3 HIV and AIDS estimates in Malawi: incidence and prevalence  
It is estimated that out of an overall population of 15.4 million, almost one million 
people are living with HIV in Malawi (Government of Malawi, 2012). Since 1985, when 
the first case of AIDS was identified in Malawi, HIV prevalence has significantly 
escalated among people aged 15-49, with 70,000 new infections annually (Government 
of Malawi, 2012). Most of these new HIV infections are due to (unprotected) 
heterosexual intercourse with infected individuals, followed by mother to child HIV 
transmission. In 1999, the prevalence reached a peak of 16.4% among people aged     
15-49, before it  started to decline in 2003 (Ministry of Health, 2011). In a period of six 
years, the national HIV prevalence declined from 12% in 2004 to 10.6% in 2010 
(Government of Malawi, 2012). The HIV prevalence among women was higher (12.9%) 
than among their male counterparts (8.1%) in 2010. In 2004, the age group 15-19 
accounted for the lowest prevalence at 3.7% in women and 0.4% in men. By 2010 the 
prevalence was still lowest for those aged 15-19, with 4% for young women, and the 
highest prevalence was among women aged 35-39 (24%). The high prevalence rates in 
women are attributed to several socio-cultural factors prevalent in Malawi including 
gender inequalities and ǁŽŵĞŶ ?Ɛinferior social and economic status, resulting in poor 
bargaining power for condom use, constituting a major driver of the HIV epidemic 
(Government of Malawi, 2010).  
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1.3.1. HIV prevalence among young people in Malawi 
In Malawi, approximately 10% of people living with HIV are children
1
. Mother to child 
HIV transmission accounts for almost a quarter of all new infections (National AIDS 
Commission, 2009). Among pregnant women the HIV prevalence increased significantly 
since the diagnosis of the first case of AIDS in 1985. In 1999 the prevalence reached a 
peak of 22.8% and started declining in 2001. Malawi experienced a decline of mother to 
child HIV transmission from 21.3% in 2004 to 12.8% in 2010. Children living with HIV 
were estimated at 100,000 in 2009, and over 90% acquired HIV perinatally (National 
AIDS Commission, 2009).  
There has been a decline in HIV prevalence among young people
2
 over the period 2004 
to 2010. Overall, the HIV prevalence among young people (15-24) decreased from 6% in 
2004 to 3.6% in 2010. Just as the prevalence was higher among young women (9.1%) 
than men (2.1%) in 2004, in 2010 young women accounted for 5.2% while men 
comprised 1.9% of HIV cases. For young people aged 15 W19, the overall HIV prevalence 
in 2004 was 2.1% (with women accounting for 3.7% and men for 0.4%), which increased 
to 2.7% in 2010 (4.2% for females and 1.3% for males) (Government of Malawi, 2012). 
The ǇŽƵŶŐ ƉĞŽƉůĞ ?ƐHIV prevalence comprises both those who acquire HIV during 
adolescence and through vertical transmission and have lived to adolescence or young 
adulthood. The precise HIV prevalence data on perinatally HIV infected young people is 
currently not available for Malawi. 
1.3.2 National HIV response 
Although Malawi identified the first case of AIDS in 1985, the first National HIV and AIDS 
Policy was developed in 2003. The policy served as a significant milestone in combating 
HIV and AIDS. The national response to the epidemic between 1989 and 1999 was 
guided by the medium-term plans. The development of the National HIV and AIDS 
Strategic Framework 2000-2004 (National AIDS Commission, 2000), the National HIV 
                                                     
1
 Child in this context defined as an individual under the age of 15 (National AIDS Commission 
2009), but in Malawian context a child is an individual under the age of 18 (Government of 
Malawi, 2010) 
 
2
 Young person in this context defined as an individual aged between 15-24 years (WHO, 2012), 
but in this thesis young women refers to adolescents aged between 15  W 19 years. Hence, at 
times adolescents and young women are used interchangeably. 
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and AIDS Action Framework 2005-2009 (Office of the President and Cabinet, 2005), and 
the extended National HIV and AIDS Action Framework 2010-2012 represent serious 
and systematic attempts to address the HIV issue in Malawi (Office of the President and 
Cabinet, 2009). For the national response to remain focused and to achieve remarkable 
outcomes, other key documents including policies were developed and the existing 
documents were reviewed. This included the National HIV Prevention Strategy (2009-
2013), the National HIV and AIDS Strategic Plan (2011-2016) and the National HIV and 
AIDS Policy which was revised in 2011. Ancillary policies developed with HIV in mind 
included the National Policy on Orphans and Other Vulnerable Children, the Male 
Circumcision Policy, various policies on HIV and AIDS in the workplace and the new 
Monitoring and Evaluation Plan (2011-2016). The revised National HIV and AIDS Policy 
encompasses seven priority areas with prevention, treatment, care and support ranked 
as a priority area (Government of Malawi, 2011).  
The national strategic plans and policies guided both the biomedical and non-
biomedical interventions implemented in response to the epidemic. The key biomedical 
interventions that are being implemented in Malawi include HIV Testing and 
Counselling (HTC); the provision of ART to HIV infected people; the implementation of 
prevention of mother to child transmission (PMTCT) services among pregnant women 
and voluntary surgical circumcision. The national expansion of HTC and ART has 
produced successful results, with an increase in the number of individuals accessing ART 
from around 4,000 in 2004 to 365,191 by the end of March 2011 (Ministry of Health, 
2011). Country-wide ART sites increased from just nine in 2003 to 491 in 2009, 50% of 
which are community-based (i.e. more accessible) health services (Fasawe, 2013). The 
policy of universal and free access to ART has reduced annual HIV related deaths from 
88,000 in 2005 to 53,000 in 2010 (Ministry of Health, 2011), and has resulted in many 
children surviving to adolescence and young adulthood. For instance, by December, 
2009, Baylor Centre of Excellence had commenced 2,103 children (including young 
people) on HIV treatment, representing approximately 10 percent of all children ever 
initiated on ART in Malawi (Baylor College of Medicine, 2009). The remarkable success 
in the treatment of paediatric HIV has changed the face of the epidemic from a 
progressive fatal disease to a chronic health condition among young people as they 
grow up to young adulthood.  
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1.3.3 HIV management strategy for young people in Malawi 
The World Health Organisation (WHO) suggests that to effectively address the needs of 
adolescents, appropriate approaches are required because their needs are different 
from those of small children and adults (WHO, 2008). However in Malawi, HIV 
management services are traditionally separated into paediatric and adult care, which 
overlooks the unique needs of adolescents. In addition, empirical data (WHO and 
UNICEF, 2008) reveals that apart from HIV teen clubs there are no specific sexual and 
reproductive health (SRH) services targeted towards individual SRH needs within HIV 
management strategy to promote optimal SRH outcomes. This is despite the Malawi 
National SRH and Rights WŽůŝĐǇĐůĞĂƌůǇĚĞĨŝŶŝŶŐǇŽƵŶŐƉĞŽƉůĞ ?^Z,ĂƐa key component 
of the national health strategy (Ministry of Health, 2009). Overall, despite great 
developments over the past decade, HIV management strategies and policies in Malawi 
remain inadequate, particularly because they do not explicitly address the unique needs 
of young people specifically those infected perinatally and who have grown up to 
adolescence and young adulthood.   
1.4 Significance of this research study 
Although effective antiretroviral treatment has changed HIV infection to be seen as 
ĞƐƐĞŶƚŝĂůůǇ  ‘ũƵƐƚ ĂŶŽƚŚĞƌ ĐŚƌŽŶŝĐ ĐŽŶĚŝƚŝŽŶ ? ? ŝŶ ƉƌĂĐƚŝĐĞ ƚŚĞ HIV-related challenges for 
young people still set it apart from other chronic conditions (Ely, 2006). The highly 
stigmatized status of HIV within some societies (particularly in culturally conservative 
societies and the developing world) predisposes young people to difficulties in 
accepting and disclosing their HIV status to family members, peers and sexual partners, 
hence increasing the likelihood that they engage in unsafe sexual practices. There is 
evidence both in developed and developing countries that during late adolescence, 
young people are more likely to engage in  ‘risky ? behaviours (Bakeera-Kitaka et al., 
2008, NSO and ORC Macro, 2004). Such behaviours include unsafe sexual activities, 
resisting authority figures and succumbing to peer, familial and social pressures. As they 
undergo the transition to adulthood, they begin to explore their sexuality, become or 
may consider becoming sexually active, engage in risky sexual behaviours (Birungi et al., 
2007 , Family Health International, 2005) and advance their sexual and fertility 
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aspirations (Birungi et al., 2008 , Ezeanolue et al., 2006, Fielden et al., 2006 , Levine et 
al., 2006). 
Many young women in sub-Saharan Africa initiate sex by the age of 15 or earlier, mostly 
with older or non-cohabiting sexual partners, and these encounters are overwhelmingly 
unprotected (UNFPA, 2007, Munthali et al., 2006). The consequences of unprotected 
sex are usually more evident and severe in young women than their partners 
(Nanyonjo, 2009, Bakeera-Kitaka et al., 2008). For instance, the Paediatric Infectious 
Disease Institute (PIDC) in Uganda has observed that even with effective ART treatment 
an escalating number of young women living with HIV (15-24 years) experienced 
unwanted outcomes of sexual activity, including unwanted pregnancies and infections 
with other sexually transmitted diseases (Bakeera-Kitaka et al., 2008). Empirical data in 
Malawi has revealed similar findings, especially unwanted pregnancies among 
perinatally HIV infected young women (National AIDS Commission, 2009). This shows 
that the young women have particular issues and vulnerabilities that require age and 
developmentally-appropriate services and support which are sensitive to their SRH 
needs and challenges. SRH information and services should enable young women to 
make informed decisions regarding their sexual practices, thus promoting optimal SRH 
outcomes (Birungi et al., 2008). 
However, the HIV management strategy of young people in Malawi is not fully adjusted 
to address their additional needs as they grow up into adult life and an understanding 
of their transition to adulthood has not been established. This is consistent with the 
literature which shows that most services still do not address the specific needs of 
perinatally HIV infected young people (Ross and Cataldo, 2010 , WHO and UNICEF 
2008), and adolescent care is not an established discipline in most countries (Eley et al., 
2006). These challenges seem particularly acute in late adolescence and differ according 
to gender and residential area (urban and rural), making their transition to adulthood 
particularly difficult (SAT, 2011, Bakeera-Kitaka et al., 2008).  
Most young women are more vulnerable to sexual abuse, early sex initiation and 
marriages, and unsafe sexual practices; usually with older partners due to gender power 
imbalances, or for material support and survival (Birungi et al. 2009, Munthali et al. 
2006). This often results in unplanned pregnancies and early childbearing. These 
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challenges are particularly complex for the perinatally HIV infected young women 
because they need to negotiate the repercussions within a framework of having a 
stigmatised and chronic disease. In addition, the challenges likely make them potential 
sources of subsequent transmission to their sexual partners and to their babies. The 
sense of vulnerability, coupled with youthfulness, weakened health systems, increased 
poverty, male dominance and lack of support, predisposes young women to poorer 
health seeking behaviours, and SRH outcomes than their male counterparts (WHO, 
2008 , Family Health International, 2005). The literature suggests that young women 
affected by HIV may be particularly vulnerable to social problems or sexual abuse 
(WHO, 2008). Yet little attention is given to this group to address their distinctive needs, 
policy direction and focused SRH services (National Youth Council of Malawi and 
UNFPA, 2010 , UNFPA, 2007), despite their increased vulnerability to social problems or 
sexual abuse resulting in poor SRH outcomes (WHO, 2008 , Family Health International, 
2005). Hence, this thesis focuses on young women rather than both genders.   
1.4.1 Why we need to focus on young women who perinatally-acquire HIV 
The rationale for including only female adolescents rather than both genders in the 
current study was based on the fact that young women are most affected by the 
epidemic in terms of numbers. For instance, for young people aged 15 W19, the overall 
HIV prevalence in 2004 in Malawi was 2.1%, (with women accounting for 3.7% and men 
for 0.4%) and increased to 2.7% in 2010 (4.2% for females and 1.3% for males) 
(Government of Malawi, 2012). In addition, in the AIDS epidemic, much of the early 
attention given to women globally centred on reproductive issues, portraying women 
predominantly as HIV carriers to their sexual partners and unborn children (Strode et 
al., 2012 , de Souza, 2010 , Gielen et al., 2001). Several studies have focused on general 
issues impacting on both male and female adolescents perinatally infected with HIV 
(Busza et al., 2013 , Obare and Van der Kwaak, 2010 , Birungi et al., 2009 , Birungi et al., 
2008 , Fielden et al., 2006). However, those studies did not explore in-depth the 
experiences, issues, contexts ĂŶĚ ĐŚĂůůĞŶŐĞƐ ƚŚĂƚ ŝŶĨůƵĞŶĐĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛagency or 
abilities to lead a purposeful life, hence reducing their risk of becoming potential 
sources of secondary transmission. As such, understanding their lives better through 
the current study will assist in improving and/or developing services that will holistically 
meet their multiple needs. In addition, there has been no research in Malawi that has 
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specifically focused on ,/sƉŽƐŝƚŝǀĞǇŽƵŶŐǁŽŵĞŶ ?ƐƐƵďũĞĐƚŝǀĞĂĐĐŽƵŶƚƐŽĨŐƌŽǁŝŶŐƵƉ
with the virus.  
Feminists  point to the need to fill this gap through empirical investigations of women as 
human beings with agency (Archer, 2000). Research is required to allow women to have 
their concerns heard and to examine their perceptions of living with HIV vis-à-vis other 
repressive or traumatic events surrounding their lives. Wylie  (2004:339) affirms that 
 “ƚŚŽƐĞ ƚŚĂƚ ĂƌĞ ŵĂƌŐŝŶĂůŝƐĞĚ ŝŶ ƚŚĞ ƐŽĐŝĞƚǇ ŚĂǀĞ Ă ĐůĞĂƌĞƌ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ƚŚĞŝƌ
problems that need to be investigated and have had experiences that provide a more 
ĂƉƉƌŽƉƌŝĂƚĞ ĨŽƵŶĚĂƚŝŽŶ ĨŽƌ ŬŶŽǁůĞĚŐĞ ƚŚĂŶ ƚŚŽƐĞ ŽĨ ĚŽŵŝŶĂŶƚ ŐƌŽƵƉƐ ? ? dŚĞ
marginalised or the oppressed may be able to appreciate aspects of society that can be 
ignored by those who are relatively advantaged (socially, politically, economically), by 
what they undergo and how they comprehend their experiences. Thus, a female-
centred approach aims to uncover the life contexts and experiences of young women, 
grounded by their status and language (Speedy, 1991). 
Feminist scholars affirm that suppression of the opinions of females is distressing, 
particularly given the societal beliefs that often value men more than women, making 
ǁŽŵĞŶ ?Ɛ  ‘voices ? (views and needs) undervalued, causing their opinions to be 
disregarded (Harter, 1997). The study therefore sought to address these conventional 
expectations by empowering the young women, enabling them to express their 
experiences and share opinions about their rights and values in the context of social 
constraints, while reflecting on the realities of their experiences as influenced by 
culture, gender and power relations. This created an interest in the researcher to 
understand the particular needs of these perinatally HIV infected young women, 
especially now that they are surviving into young adulthood.  
This study focuses on young women with perinatally-acquired HIV who are in the later 
stages of adolescence, aged 15-19 years. The reasons for focusing on this particular age 
group and on perinatally infected young women (rather than young women with 
sexually acquired HIV) are discussed below. First, I will consider the rationale for 
focusing on perinatally (rather than sexually) infected young women. This will be 
followed by a discussion of the rationale for the age range of the sample.  
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The normal developmental progression of adolescence to adulthood involves 
behavioural experimentation, risk taking, and confronting a host of difficult choices with 
regard to romantic relationships, sexual behaviour and identity formation (Arnett, 
2004). The complexity of these choices is further complicated for adolescents with 
perinatally-acquired HIV, as they need to negotiate these developmental stages within 
the framework of having lived with a chronic and stigmatizing disease from the early 
stage of their lives. In contrast to those with sexually acquired HIV, perinatally infected 
young women have physical, psychosocial and sexual challenges early in life as they 
transition from childhood through adolescence into adulthood. Thus, they have specific 
needs for supportive psychosocial care, HIV status disclosure and developmentally 
appropriate sexual and reproductive health (SRH) services (Hazra, Siberry and 
Mofenson, 2010). Furthermore, perinatally HIV-infected young women who survive into 
adolescence usually are in regular contact with the health care system due to 
progressive ailments from an early age (WHO & UNICEF, 2008, Dhingra, 2007) and are in 
a good position to determine whether the services meet their varying needs or not. In 
contrast, young women infected during adolescence or after the onset of puberty 
generally manifest symptoms of HIV infection and become ill more slowly possibly 
because are relatively in early stage of infection. This group of adolescents is, therefore, 
much harder to recognize and follow. Many of them have no symptoms, and, as such, 
they may not seek health services regularly and or may have just been tested HIV 
positive. In addition, their parents may still be alive and supportive or more likely their 
serostatus not yet known. 
Perinatally acquired HIV is not contracted through sexual activity by a young woman 
with the condition. While it could be assumed that blame and stigma of such young 
women should be less because their activity and behaviour has played no part in 
contracting it but this is far from the case. In fact, they may be more stigmatised during 
the adolescent years because of the visibility of the disease.  For example, a number of 
qualitative studies have revealed that the association of HIV infection with sexual 
behaviour (considered unacceptable by many people in Malawian culture) exacerbates 
HIV related stigma (Tavory and Swidler, 2009, Chimwaza and Watkins 2004). Rydstrom 
et al., (2012) and Majumdar and Mazaleni, (2010) assert that individuals, particularly 
young women infected with HIV, point to the association between HIV and sexual 
12 
 
intimacy as the possible root of stigma and they may be blamed for unacceptable 
behaviour in the society or regarded as prostitutes. Therefore, the researcher was 
interested in talking to perinatally infected young women, who were likely experiencing 
this to determine how this manifested in their lives. In addition, the researcher aimed at 
exploring in-depth their distinctive needs, psychosocial and sexual experiences and 
challenges through adolescence to young adulthood.   
With regard to the selecting the age range of the sample, the study focused on older 
young women aged 15  W 19 (rather than young women aged 10-14). This was based on 
the following assumptions: 
 perinatally HIV infected young people are to encounter conditions like stunted 
growth, delay in onset of pubertal changes (menarche) and delay in progression 
through the normal developmental stages compared with their HIV negative 
peers (Lowenthal and Phelps, 2010 , Buchacz et al., 2003).  As such, it was 
decided that those aged 15-19 were more likely to have been through these 
changes, and would be better able to discuss the broader experiences and 
challenges of living with HIV (including sexual behaviours) and would be able to 
reflect back on their experiences. The younger age group would have had a 
more limited range of experiences to discuss and would have been less able to 
articulate them to a researcher.  
 young women aged 15-19 are more likely to be having sex and getting into 
longer term relationships. For example, a quantitative study conducted in 
Uganda revealed that 52 percent of 732 young people aged 15-19 were in a 
sexual relationship, 33 percent reported having had sexual intercourse and of 
these, 73 percent had consensual first sex, and 41 percent of the sexually active 
female adolescents had ever been pregnant. Forty one percent felt that there is 
no reason why someone who is living with HIV should not have sexual 
intercourse (Birungi et al. 2008). Therefore this study sought to hear older 
ĂĚŽůĞƐĐĞŶƚƐ ? ǀŽŝĐĞƐ ĂƐ ƚŚĞǇ ƚƌǇ ƚŽ ƐĞƚƚůĞ ĚŽǁŶ ?ĞƐƚĂďůŝƐŚ ƚŚĞŵƐĞůǀĞƐ ŝŶƚŽ ůŽŶŐ
term relationships/have children with their condition which is far less likely to 
be the case in the younger group of 10-14 years.  
 older adolescents would be more likely to know about their diagnosis by that 
age, as several studies have shown that caregivers often keep HIV status a 
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secret to younger people or are unsure of when and how to disclose HIV status 
to their children - hence tend to delay status disclosure (Biadgilign et al., 2011 , 
Rujumba et al., 2010 , Vaz et al., 2010 , Rwemisisi et al., 2008).  
While the complexity and nature of perinatal HIV may pose several challenges to young 
women, it may equally be challenging to their caregivers and service providers. The 
current study also ĨŽĐƵƐĞĚŽŶĞǆƉůŽƌŝŶŐĐĂƌĞŐŝǀĞƌƐ ?ĂŶĚƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?views in order 
ƚŽƵŶĚĞƌƐƚĂŶĚǇŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐ ?zŽƵŶŐǁŽŵĞŶ ?Ɛexperiences and distinctive 
needs are under-researched and there is no published study from either developed or 
developing countries specifically about this group, making it an important area to 
investigate. Therefore the current research used case studies to examine the 
challenging and complex experiences of this emerging group of young women (from 
different perspectives)and the risk they pose to others (potential partners and babies) 
as they grow up with HIV, to inform policy and health practice and to promote optimal 
SRH outcomes.  
1.5 Structure of the thesis 
This thesis has nine chapters. This introductory chapter gives a brief account of the 
research background and the significance of the study, including the ƌĞƐĞĂƌĐŚĞƌ ?s 
interest in investigating young women growing up with perinatal HIV. Chapter Two 
reviews current literature relating to HIV infection in adolescence. The first section of 
the chapter presents psychosexual development in adolescence followed by 
adolescence in Malawian context and how chronic disease, specifically perinatal HIV, 
impacts on adolescence. The chapter also presents issues around the promotion of SRH 
among young people, particularly those perinatally infected with HIV. This chapter helps 
to situate the current study within the context of the wider literature and hence 
uncovers the key gaps in literature which informed the research aim and objectives for 
the current study. 
Chapter Three presents the study design, the philosophical positions that informed the 
research design and the methodological approach. The chapter describes how the 
qualitative case study approach (comprising fourteen cases that incorporated a young 
woman, her caregiver and service provider per case) was selected in order to elucidate 
the research focus (experiences and needs of living with HIV for young women). The 
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chapter then describes the access and recruitment process and the process of data 
collection. Different stages of the research are presented (including the familiarisation 
phase, individual in-ĚĞƉƚŚŝŶƚĞƌǀŝĞǁƐĂŶĚƵƐĞŽĨ ‘ŵǇƐƚŽƌǇďŽŽŬ ?), then methods of data 
analysis are explained to demonstrate how data was constructed and interpreted. 
Finally, the ethical considerations, strategies that enhanced trustworthiness of the 
approach and reflections of the research process are discussed. 
Chapter Four is divided into two sections, the first of which provides an overview of the 
two study settings and the second of which introduces the cases presented in the study. 
The section provides individual case profiles with their contexts and descriptions in 
order to ďĞĂďůĞƚŽǀŝĞǁĞĂĐŚ ‘ĐĂƐĞ ?according to its particular merits and remain true to 
case study approach. The profiles are provided alongside the family structures depicting 
the number and type of people involved in the young womaŶ ?ƐĐĂƌĞĂŶĚƚŚŽƐĞĂĨĨĞĐƚĞĚ
by her positive HIV status. The chapter prepares the ground for a fuller presentation of 
the main qualitative findings in the three subsequent chapters (Chapters Five, Six and 
Seven), which present the findings from in-depth interviews with the young women, 
caregivers and service providers. Since the young women coped differently with their 
positive HIV status, some are used as exemplar cases across the chapters.  
Chapter Five focuses on how HIs ƉŽƐŝƚŝǀĞ ƐƚĂƚƵƐ ŝŵƉĂĐƚĞĚ ŽŶ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
development of self and sense of belonging. The chapter provides an in-depth 
understanding of the impacts of HIV in real life contexts at individual, familial, 
community levels and within the health services. Many young women had endured 
multiple losses and lived with an enduring sense of sadness that was rarely openly 
addressed, leading to negative mental health outcomes (including suicidal ideas and 
attempts).  
Chapter Six focuses on how the young women coped with their complex situations and 
boosted their self-image. Social relationships and social support networks (including 
strong family structures and peer relationships) acted as a very important buffer  W even 
when things went wrong or when they suffered a setback - as many did. Emotional, 
material and social support were essential in helping young women to build a sense of 
ŝĚĞŶƚŝƚǇ ? ďƵƚ ǁŽŵĞŶ ?Ɛ ĂĐĐĞƐƐ ƚŽ ƐƵĐŚ ƌĞƐŽƵƌĐĞƐ ǁĞƌĞŚŝŐŚůǇ ǀĂƌŝĂďůĞ ? ĂƌĞŐŝǀĞƌƐ ?
resources were often over-burdened and several lacked the capabilities required to 
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provide young women with an adequately supportive environment. As such, some 
young women engaged in sexual relationships as a strategy for financial gains as they 
struggled to earn a living and autonomy and/or to boost their social status and identity. 
zŽƵŶŐǁŽŵĞŶ ?ƐƐƚƌĂƚĞŐŝĞƐƚŽƐĞĞŬůŽǀĞ ?ĂĐĐĞƉƚĂŶĐĞŽƌŵĂƚĞƌŝĂůĂĚǀĂŶĐĞŵĞŶƚŽĨƚĞŶůĞĚ
them to take sexual risks and left them with little control over their reproductive health. 
Chapter Seven explores ǇŽƵŶŐǁŽŵĞŶ ?Ɛ ƌĞƉƌĞƐĞŶƚĂƚŝŽŶŽf their sexual well-being and 
how their sexual needs are met. The chapter highlights how young women navigated 
through a complex moral and social terrain within a particular set of normative 
expectations and service delivery options. It is evident that perinatally HIV infected 
young women engage in sexual activities, and they consider this to be normal. However, 
their sexual being was complicated by their HIV positive status. The socio-economic, 
religious and cultural factors (including normative expectations around sexuality and 
appropriate behaviours for a young woman and gender power relations) were some of 
ƚŚĞ ƐƚƌƵĐƚƵƌĂů ƌĞĂůŝƚŝĞƐ ƚŚĂƚ ƐŚĂƉĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ǁĞůů-being. These factors 
ĨƵƌƚŚĞƌ ŝŶĨůƵĞŶĐĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂŐĞŶĐǇ ĂŶĚ ĚĞĐŝƐŝŽŶŵĂŬing capabilities regarding 
health and sexual issues. Accessing SRH care was hindered by normative cultural 
practices that made it hard for providers, caregivers or young women to talk about 
relationships, sexual behaviour or contraception. This exposed a number of young 
women to early child bearing and poor SRH outcomes. The underlying theme across 
these three chapters was gender, power issues as it pulled together many cross cutting 
issues related to the other themes.  
Chapter Eight discusses the key study findings, situating them in the broader literature 
base and national SRH policy and rights. The chapter has two main sections addressing 
the key findings in relation to the two overarching objectives that addressed young 
ǁŽŵĞŶ ?ƐƉƐǇĐŚŽƐŽĐŝĂůand SRH experiences and challenges as they grow up with HIV. 
The first section focuses on identity issues, cultural silence, coping capabilities and 
ĐĂƌĞŐŝǀŝŶŐ ĐŚĂůůĞŶŐĞƐ ĂƐ ŬĞǇ ŝƐƐƵĞƐ ƚŚĂƚ ŝŶĨůƵĞŶĐĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉƐǇĐŚŽƐŽĐŝĂů
experiences. The section also discusses hŽǁ ĐĂƌĞŐŝǀĞƌƐ ? ůĂĐŬ ŽĨ ƐƵƉƉŽƌƚ ŶĞƚǁŽƌŬƐ ĂŶĚ
decisions regarding informing young women about their HIV status influence young 
ǁŽŵĞŶ ?ƐƉƐǇĐŚŽƐŽĐŝĂůĞǆƉĞƌŝĞŶĐĞƐ ?dŚĞƐĞĐŽŶĚƐĞĐƚŝŽŶĨŽĐƵƐĞƐŽŶŬĞǇŝƐƐƵĞƐŝŶƐŚĂƉŝŶŐ
ǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůĞǆƉĞƌŝĞŶĐĞƐ, including socio-economic status, service provision 
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and service providers. Gender, power and empowerment issues continue to be 
ƌĞĨůĞĐƚĞĚŝŶƚŚŝƐĐŚĂƉƚĞƌĂƐŝƚǁĂƐĂŶŽǀĞƌĂƌĐŚŝŶŐƚŚĞŵĞŝŶƉĂƌƚŝĐŝƉĂŶƚƐ ?ĂĐĐŽƵŶƚƐ ?
The final chapter concludes this thesis by synthesising and summarizing the key study 
findings. The potential implications of research findings for programme development 
and service provision are presented, along with recommendations for future research. 
The implications include interventions for young women, caregivers, the community, 
the service providers and models of care. The study identified some key areas that need 
further research, including the experiences of young women accessing non-specialised 
HIV care, mental health outcomes in HIV infected young people, adolescent-provider 
relationships, knowledge-implementation gap on condom use and integration of HIV 
care, SRH and antenatal services. Finally, the study strengths and weaknesses are 
discussed. 
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CHAPTER TWO 
LITERATURE REVIEW 
 
 ‘,/s ?/^ŝƐŝŶĐƌĞĂƐŝŶŐůǇĂĨĨĞĐƚŝŶŐƚŚĞŚĞĂůƚŚĂŶĚǁĞůĨĂƌĞŽĨƚŚĞ
perinatally HIV infected young people who are described as a new 
or emerging population in the epidemic and is undermining the 
hard-won gains in their survival in most countries which are hard 
hit with HIV ŝŶĐůƵĚŝŶŐDĂůĂǁŝ ? ?t,K ?hE/& ? ? ? ? ) ? 
2.1   Introduction  
This chapter begins by describing psychosexual development during adolescence and 
how chronic illness particularly HIV infection impacts upon adolescence physically, 
psychologically, socially and sexually. The key issues from the literature concerning the 
impact of perinatal HIV upon the young people and caregiving practices in the families 
are highlighted. Cultural and religious norms influencing sexuality in adolescence in 
Malawi and its implications for sexual and reproductive outcomes are also discussed. 
The literature suggests that young women affected by HIV may be particularly 
vulnerable to socio-economic problems, sexual abuse and/or normative expectations 
such as subordination of women in sexual relationships leading to poor SRH outcomes 
(Munthali et al., 2006 , Chu et al., 2005). Hence, this literature review focuses more on 
young women rather than both genders. An overview of chronic illness coping 
mechanisms (with a particular focus on HIV infection) and the promotion of sexual and 
reproductive health among young people in Malawi is also described. Finally, the 
chapter concludes by uncovering key gaps in the literature from which the research 
aims and objectives have emerged.  
HIV is a disorder with a prolonged progression that can be fatal or associated with a 
comparatively normal life despite the compromised physical functioning (Scandlyn, 
2000). This results in HIV infected young people encountering developmental and/or 
psychosocial challenges that their uninfected counterparts may or may not experience. 
This means that young people perinatally infected with HIV encounter a set of physical, 
sexual, psychological, and social issues that need to be explicitly addressed. This chapter 
discusses how young people are physically, psychologically and socially, affected by the 
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HIV and AIDS pandemic, including important aspects of their sexuality (particularly for 
the young women). The chapter further discusses the impact of HIV on their caregivers 
and how health care professionals are currently supporting young women in dealing 
with their life challenges, specifically sexual issues, as they are growing up to adulthood. 
2.2   Adolescence  
Adolescence
3
, is the period involving the second decade of life and bridging the complex 
transition from childhood to adulthood (UNFPA, 2007). It is a key phase of human 
development as young people find themselves in an in-between world, creating conflict 
between ƚŚĞŵĞĂŶŝŶŐŽĨ ‘ƐĞůĨ ?and strive for social identity (Aka Dago-Akribi and Cacou 
Adjoua, 2004). It is during adolescence that young people often may struggle with 
behavioural experimentation, risk-taking, assertion for independence and personal 
identity (Battles and Weiner, 2002). A theory of psychosexual development argues that 
a young person undergoes a series of stages to develop personality/behaviour, in which 
psychosexual energy or libido becomes the driving force (Jürgensen et al., 2013). From 
ƚŚŝƐ ƉĞƌƐƉĞĐƚŝǀĞ ? ďŽƚŚ ďŝŽůŽŐŝĐĂů ĂŶĚ ƉƐǇĐŚŽƐŽĐŝĂů ĨĂĐƚŽƌƐ ŝŶĨůƵĞŶĐĞ Ă ǇŽƵŶŐ ƉĞƌƐŽŶ ?Ɛ
psychosexual development. 
2.2.1 Psychosexual development 
According to Jürgensen et al. (2013), adolescence is a stage characterised by the young 
person ?Ɛ transition to a more independent life. It is the stage when self-worth, social 
and sexual identities are established. From a biological perspective, it is during 
adolescence that young people develop primary and secondary sex characteristics. This 
stage is ƚĞƌŵĞĚ ĂƐ  ‘ƉƵďĞƌƚǇ ? thus signifying sexual maturity, as young people become 
fertile, experience a mature physical appearance and increased sexual libido (Jürgensen 
et al. 2013). However, young women undergo puberty earlier than their male 
counterparts (of the same chronological age) and there is a rapid change in their sexual 
experiences and their body satisfaction. At a time when new sexual experiences are 
being discovered and new inclinations and behaviours are being experienced, any 
negative ĨĞĞůŝŶŐƐĂďŽƵƚŽŶĞ ?Ɛbody especially for the young women might be harmful 
(Schooler et al., 2008). Physical changes, perceived as negative may have psychological 
                                                     
3
 ŶĂĚŽůĞƐĐĞŶƚŝŶƚŚŝƐƚŚĞƐŝƐŝƐĚĞĨŝŶĞĚĂĐĐŽƌĚŝŶŐƚŽt,KĂƐ ? ‘ĂŶǇƉĞƌƐŽŶďĞƚǁĞĞŶƚŚĞĂŐĞƐŽĨ
10 and 19 (WHO, 2003) 
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consequences as the young women adjust to their changing bodies (with the onset of 
puberty), amend their self-image, establish identities and cope with their emerging 
sexuality. 
2.2.1.1 Identity formation 
Close (2010 ) adds that adolescence is a developmental stage broadly characterised by 
erratic behaviours, emotional turmoil and mental insecurities as young people seek a 
new identity and acceptance in the adult world.  While early adolescence is 
characterised by substantial emphasis on physical changes prompted by the occurrence 
of pubertal events; middle adolescence is intensely marked by the development of 
identity as manifested by peer activities and in some instances, rebellious behaviours. 
Adolescents may experience conflict with adults, in particular, and may fluctuate 
between co-operation and rebellion (Li et al., 2010). Rew (2005) further adds that it is 
during this stage that young people develop crucial abilities such as decision making 
skills, greater short and long term memory, critical thinking and identification with 
peers. Young people tend to compare themselves with others particularly their peers to 
establish their identity and gain a sense of who they are (Close, 2010 ). The sense of 
identity depends on the actions within a social context and is based on the acceptance 
or rejection of their decisions by the others in the group. The advent of puberty and the 
need to manage its changes are major features of adolescence and sexual identity 
experiences. Insecurity and struggles often accompany the onset of sexual feelings. 
Culturally normative expectations also influence the psychosocial aspects of adolescent 
development particularly in determining the sexual conduct and the meaning young 
people attach to sex (Birungi et al., 2008). For instance, culturally endorsed differences 
in gender roles and expectations of sexual relationships contribute to difficulties for 
women in sexual negotiation as reflected in Section 2.2.1.2. Therefore, adolescence is a 
key phase of personal and social development, when the young persons are 
strengthening their sense of self, constructing their sexual and gender identities and 
 ‘ĨĂĐŝŶŐǀĂƌŝŽƵƐƉƌĞƐƐƵƌĞƐƌĞŐĂƌĚŝŶŐƚŚĞĞǆĞƌĐŝƐĞŽĨtheir sexuality not only from society 
ĂƚůĂƌŐĞ ?ƉĂƌĞŶƚƐ ?ƌĞůŝŐŝŽŶ ?ŵĞĚŝĂ )ďƵƚĂůƐŽĨƌŽŵƉĞĞƌƐ ?(Weber et al., 1994:43).  
 
20 
 
It is during adolescence that relationships between parents and their children are 
transformed, as the young people desire to make decisions autonomously and function 
independently. Lewis, (2001) notes that adolescence is a time when young people 
struggle to assert their own identity and independence of adults. Parent-child conflicts 
often significantly increase, coupled with a less unified familial bonds as the young 
person strives for autonomy and separation from the family and attachment to a peer 
group. Young people may query family rules and roles, creating conflicts over issues 
such as dressing, appearance and sexual activities (Collins, 2001). This alienation in the 
relations between the young people and parents may be a normal, evolutionary process 
of puberty, for one can argue it has a practical significance for young people. For 
instance, it promotes their autonomy and stimulates them to experiment or investigate 
issues affecting their lives on their own to develop sense of self-worth. Arnett (2004) 
concludes that during late adolescence, individuals become involved in identity 
formation, behavioural experimentation, risk taking, and confronting challenges of 
romantic relationships and sexual behaviour. However, their social group becomes 
progressively more influential as they seek affection and recognition outside of the 
family unit (Crockett and Petersen, 1993). For example, a study affiliated with a large 
national survey with young people aged 15 to 24 years in rural Malawi revealed that 
young women expressed being pressurised by peers to engage in sexual relationships, 
or they themselves emulated their close friends who themselves engaged in 
relationships with males (Poulin, 2007). In contrast, young men were driven by physical 
attractiveness in young women such as beauty or good body structure which may 
disadvantage those who the society perceive as less physically attractive. Schlegel 
(1995) affirms that adolescence is marked by a susceptibility to health risks as young 
women engage in unsafe sexual activities to conform to the expectations of their social 
groups (Munthali et al., 2004). This may lead to poor reproductive health outcomes like 
unwanted and unplanned pregnancies and STIs. dŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ǀƵůŶĞƌĂďŝůŝƚǇ ŝƐ
fully discussed in Section 2.2.1.2. Nevertheless, vulnerability to health risks during 
adolescence seems more conspicuous in young women than their male counterparts. 
Despite this, there is a paucity of literature on identity formation and vulnerability to 
risks in HIV infected young women. This is the gap that the current study will explore in 
more depth. However, in order to understand the gender differences, it is important to 
understand how sexuality emerges. 
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2.2.1.2 Sexuality  
Sexuality is important for a young person as a source of pleasure, personal fulfilment 
and well-being (Birungi et al., 2009 , Birungi et al., 2008 , Undie et al., 2007). However, 
the construction of masculine and feminine sexuality reflects the inequalities of the 
social and economic spheres of life (Heise and Elias, 1994). As a result, it is frequently 
reported that young men initiate and control sexual interactions and choices more than 
young women, thereby potentially exposing their female counterparts to sexual abuse. 
Although the pressures on young women to enact cultural norms of femininity are 
present throughout childhood, these may intensify during adolescence (tŝĐŚƐƚƌƇŵ ?
1999). This signifies that young women (as they learn to navigate the demands of 
femininity to become adult sexual beings) often experience immense pressures to 
behave like culturally sanctioned females. This occurs in their personal relationships 
with others and through their relationship with their bodies and behaviours. They are 
expected to supress their own feelings, opinions, desires or avoiding conflict and to 
conform to prevailing images of beauty and attractiveness (Tolman et al., 2006). Review 
of empirical studies revealed that young people living with chronic illness (particularly 
for young women), with visible diseases often feel different from their peers and 
change in their physical appearance has detrimental effects on their relationships with 
others and mental well-being (Pinquart, 2012). This is because women base their self-
worth on physical appearance. This engenders two arguments that are relevant to HIV 
ŝŶĨĞĐƚĞĚ ǁŽŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐas they negotiate adolescent development. The first 
argument could be that young women struggle to uphold significant relationships and 
instead have fleeting encounters with peers which may increase their susceptibility to 
expressing emotional distress or experiencing diminished self-worth. Secondly, young 
ǁŽŵĞŶ ?Ɛsusceptibility to negative images of their body may be associated with 
decreased mental well-being in relation to pressures to achieve socially acceptable 
standards of attractiveness that values physical appearance (Brown and Gilligan, 1992 , 
Fredrickson and Roberts, 1997). This means that ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛacceptance by their 
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peer groups is influenced by their physical appearance (Aka Dago-Akribi and Cacou 
Adjoua, 2004), which often challenges their sexual agency
4
.  
The culturally prescribed and endorsed gender roles shape young ǁŽŵĞŶ ?Ɛopinions of 
the supremacy of their sexual relationships over their personal and social identities 
(Blanc, 2001). In many African countries, women have relatively less power over sexual 
decision making
5
, and subordinate to the authority, demands, desires and choices of 
their male partners (UNAIDS, 2006 , Logan et al., 2002). While condom use is the best 
protection against heterosexual transmission of HIV, studies have identified that 
globally many young women find it difficult  to negotiate for safe sex (Turmen, 2003 , 
Wood et al., 1998). The sexual script of the feminine traits often means having little 
ƉŽǁĞƌƚŽƋƵĞƐƚŝŽŶŵĞŶ ?ƐĚŽŵŝŶĂŶĐĞin sexual issues but rather to satisfy ŵĞŶ ?ƐŶĞĞĚƐ, 
become pregnant and bear children (Lewis, 1998), while a Swedish study identified that 
masculine dominance make young men adopt risky or coercive sexual behaviours 
(Christianson et al., 2007). The ǁŽŵĞŶ ?Ɛlower social status restricts their opportunities 
to control their circumstances making them subordinate to their male partners and 
unable to negotiate for use of male or female condom (UNAIDS, 2011). Cultural and 
social norms (as discussed in Section 2.3.1) that accept male ƉĂƌƚŶĞƌƐ ?high-risk 
ďĞŚĂǀŝŽƵƌƐ ? ǁŚĞŶ ĐŽƵƉůĞĚ ǁŝƚŚ ǁŽŵĞŶ ?Ɛlow socio-economic status (hence 
dependence on their male partners), further highlights the critical role of control and 
empowerment in HIV prevention strategies (Kathewera-Banda et al., 2005). The tension 
between cultural and religious norms (abstinence and/or being subservient to male 
partners) denotes the difficulties the normative expectations place on sexual well-being 
of young people especially young women even in Malawi. This situation may be 
particularly complicated for young women growing up with HIV, however, there is a 
paucity of literature on how young women can be empowered to overcome the 
prevailing gender power inequalities, cultural and social norms.  
 
                                                     
4
 ^ĞǆƵĂůĂŐĞŶĐǇŝŶƚŚŝƐƐƚƵĚǇƌĞĨĞƌƐƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐĂďŝůŝƚǇƚŽƌĞĨůĞĐƚĂŶĚĂĐƚŽŶƐĞǆƵĂůŝƐƐƵĞƐ
affecting their lives including SRH related, make active, informed, effective, responsible sexual 
decisions and transform the choices into optimal SRH outcomes (Schooler, 2006). 
5
 ^ĞǆƵĂůĚĞĐŝƐŝŽŶŵĂŬŝŶŐƌĞĨĞƌƐƚŽ “ĚĞĐŝƐŝŽŶƐ ?ƉƌĞĨĞƌĞŶĐĞƐĂŶĚƌĞƐŽůƵƚŝŽŶƐŵĂĚĞďǇĂŶŝŶĚŝǀŝĚƵĂů
regarding the conditions, such as timing of the intercourse or contraceptive use, under which 
ƐĞǆƵĂůƌĞůĂƚŝŽŶƐŽĐĐƵƌ ? ?sĂŐƌĂ ? ? ? ? ? P ? ? ) 
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Qualitative studies in Africa show that certain patterns of sexual relationships are 
common. Young women, who are dependent on men for financial support have less 
power over decision making and mostly engage in relationships with older partners 
(Obare and Van der Kwaak, 2010 , Woodsong and Alleman, 2008 , Masanjala, 2007). 
The wider age difference significantly links with gender power inequalities reducing 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉŽǁĞƌ ŝŶ ĚĞĐŝƐŝŽŶ ŵĂŬŝŶŐ ? ƚŚƵƐ ŝŶĐƌĞĂƐŝŶŐ ƚŚĞŝƌ ǀƵůŶĞƌĂďŝůŝƚǇ ? &Žƌ
instance, results of a mixed-method study (a process evaluation) in Malawi and 
Zimbabwe conducted on microbicide acceptability (specifically norms for sexual 
pleasure and use of microbicide gels to prevent HIV from the perspectives of female 
participants) revealed that it is largely men who decide when sex will occur. The study 
enrolled 1,084 female trial participants, their male partners, healthcare workers and 
stakeholders in the community. The individual interviews revealed that in actual 
practice male sexual pleasure is culturally valued, women seldom verbally indicate a 
desire for sex and they find it difficult to refuse sex (Woodsong and Alleman, 2008). In 
this study, both men and women reported that the consequences of a woman refusing 
sex may include physical and verbal abuse, lack of financial support from their male 
partner and/or their partner taking another partner which appears to be the most 
feared concern by women. Although acceptability of the microbicide gels was found to 
be high, it was revealed that sex is connected to power and gender issues that make 
women vulnerable to sexually transmitted infections including HIV. In another 
qualitative study by de Bruyn (2000) in Namibia, it was shown that young women often 
have less decision-making power concerning sexual issues when compared with older 
women, particularly because they tend to have older male partners who can dominate 
them both age- and gender-wise. In addition, their parents strictly control their access 
to condoms or contraceptives. This further complicates the power relationships that 
exist during adolescence. However, there has been no work in Malawi to specifically 
identify the effective interventions or programmes to evenly distribute the powers in 
decision making regarding sexual issues and empower young people to create a balance 
between rights and responsibilities. 
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Nevertheless, advocates of empowerment in young people suggest that positive 
adolescent sexuality would be characterised by the ability to express agency
6
. 
Evidenced in studies across the continents (e.g. Africa, UK and USA), this involves the 
ǇŽƵŶŐ ƉĞƌƐŽŶ ?Ɛcapability to understand and deal with her own sexual needs despite 
the aforementioned structural challenges (like unequal gender power relations) as a 
central component of sexual health (Ansell, 2014 , Spencer, 2013 , Tolman et al., 2003). 
Similarly, Russell (2005) promotes a notion of ǇŽƵŶŐǁŽŵĞŶ ?Ɛ sexual competence that 
is dependent upon their capability to negotiate sexual relationships that satisfy the 
emotional and physical health for both partners. In this regard, it can be noted that 
sexual agency - the capability to make active, informed and responsible sexual 
decisions, is an ideal to be pursued as part of promoting adolescent sexual health. 
However, there is no research that has demonstrated an understanding of interpersonal 
dynamics, mechanisms and structural realities influencing the sexual agency as a 
cornerstone of adolescent sexual health in Malawian context, particularly in young 
women growing with HIV. The current study will contribute to this limited knowledge.  
2.3 Adolescence in the Malawian Context 
As in other countries, adolescence in Malawi is viewed as the transition period from 
childhood to adulthood (defined to span ages 10 to 19), and thus the time social 
identities associated with being male or female are reinforced (Munthali et al., 2004). 
According to social construction of gender, societies  ‘naturally ? make collective efforts 
to ensure that adolescents develop into responsible and productive adults. However, 
during adolescence, the whole process of socialization is rooted in gendered norms and 
cultural values that tend to reinforce male dominance and subordination of women in 
sexual relationships (Ministry of Youth, 2006 , Munthali et al., 2006).  
2.3.1 Cultural influence on sexual norms 
In Malawi, cultural norms embedded in religion and traditional social values expect 
young women to abstain from sex until they are married (Munthali et al., 2006). 
Females are taught to follow gendered norms and be subservient to male partners in 
                                                     
6 ŐĞŶĐǇ ĚĞĨŝŶĞĚ ĂƐ ƚŚĞ ƉŽǁĞƌ ƚŽ ĂĐƚ ŝŶ ƐŝƚƵĂƚŝŽŶƐ ĂŶĚ ƚŽŵŽŶŝƚŽƌŽƚŚĞƌƐ ? ĂĐƚŝŽŶƐ ? ǁŚĞƌĞ ƚŚĞ
interaction depends on others (Christianson et al. 2007:56). In this study agency refers to young 
ƉĞŽƉůĞ ?ƐĂďŝůŝƚǇƚŽƌĞĨůĞĐƚĂŶĚĂĐƚŽŶƐĞǆƵĂůŝƐƐƵĞƐ and their difficult situations.  
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sexual and reproductive health matters, and control their own sexual behaviours 
(Centre for Social Research (CSR), 1997). The male dominance and control in sexual 
issues, and submission of young women to their sexual partners is culturally reinforced 
from very young ages. However, gender roles play an important part in moulding and 
influencing sexual behaviour of young people in Malawi (Centre for Social Research 
(CSR), 1997, USAID Malawi, 1997). Gender norms and peer pressure for male young 
people to have multiple partners as proof of masculinity (Chu et al., 2005) often dictate 
that young women are passive about sex (Ministry of Youth, 2006 , Munthali et al., 
2006). This social ĂƚƚŝƚƵĚĞ ƉĞƌǀĂƐŝǀĞůǇ ǀŝŽůĂƚĞƐ ĨĞŵĂůĞƐ ? ƐĞǆƵĂů ƌŝŐŚƚƐĂŶĚ ŵĂŬĞƐ ƚŚĞŵ
prone to other risks like sexual abuse. Lack of autonomy influences their decisions 
concerning child bearing, use of contraceptives and outcomes of disclosure of HIV 
status, making the lives of HIV infected young women yet more complicated.  
Similarly, young women are treated as sexual beings, whose prime objective is to please 
men, as shown in another study in Malawi that in 92% of sexual relationships, it was the 
male partners who initiated sex and the females had limited power to deny sex or 
negotiate protected sex (Save the Children (UK), 2000). As a result, sexual 
communication among young people is difficult because young women are brought up 
to look at male partners as superior about sexual issues and if a young woman initiates 
sex she risks being ůĂďĞůůĞĚĂ ‘ůŽŽƐĞ ?ƉĞƌƐŽŶ(Strategic Planning Unit and National AIDS 
Control Program, 1999, Namate and Kornfield, 1997). This cultural attitude can 
ƐŝŐŶŝĨŝĐĂŶƚůǇ ůŝŵŝƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂŐĞŶĐǇ ƚŽ ĞǆĞƌĐŝƐĞƚŚĞŝƌ ƐĞǆƵĂů ĂŶĚ ƌĞƉƌŽĚƵĐƚŝǀĞ
health rights. There is also evidence that young women are vulnerable to or coerced 
into unhealthy sexual relationships especially with older men due to gender power 
imbalances, male dominance, social inequalities, increased poverty and lack of support 
(UNICEF, 2008). Issues associated with gender power imbalances and sexual abuse is a 
concern in several countries in Africa including Malawi. For instance in Malawi, data 
from a large nationally representative sample survey (including women aged 15-49 
years) showed that, overall, 15% of women aged 15-49 years, who experienced sex, 
reported having coerced sex during their first sexual experience (Government of 
Malawi, 2010). Similarly in Tanzania,  
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 ‘dŚĞĐŽŵŵƵŶŝƚǇǁĂƐĐŽŶĐĞƌŶĞĚĂďŽƵƚƚŚĞŚŝŐŚƉƌĞǀĂůĞŶĐĞŽĨ,/s ŝŶĨĞĐƚŝŽŶ
and early pregnancy in girls aged 15-19. When men and women mapped the 
places where girls might be exposed to risky sex, they realised that the girls 
were at risk everywhere: in their own homes, at the well, on the road to 
school and in school itself. They realised that male attitudes and behaviour 
around gender and age was putting all girls at risk and making it difficult for 
ƚŚĞŵƚŽĂǀŽŝĚƵŶǁĂŶƚĞĚƐĞǆ ?(International HIV/AIDs Alliance, 2010:13). 
A number of qualitative studies in Malawi have revealed that gender power differences 
are also reflected in how differently young men and women are socialised about their 
productive roles in Malawi (Masanjala, 2007 , Centre for Social Research (CSR), 1997). 
While parents and the society at large exercise strict controls and closely monitor young 
ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ďĞŚĂǀŝŽƵƌƐ ? ǇŽƵŶŐ ŵĞŶ ĂƌĞ ŐŝǀĞŶ ŐƌĞĂƚĞƌ ƐŽĐŝĂů ĨƌĞĞĚŽŵ ƚŽ ĞǆƉůŽƌĞ
relationships ( Munthali et al., 2004, Centre for Social Research (CSR), 1997, Namate 
and Kornfield, 1997). Although most of this work was conducted more than a decade 
ago, the findings still hold true. For instance, young men (particularly in rural settings) 
are encouraged to become independent, managing their own lives through piece works 
or with parental support, yet young women are encouraged to do household chores 
which are non-paying (Masanjala, 2007 , Centre for Social Research (CSR), 1997). This 
signifies that young women cannot be economically independent and have to depend 
on their male partners to earn a living; hence the majority of young women succumb to 
ƚŚĞŝƌ ŵĂůĞ ƉĂƌƚŶĞƌƐ ? ĚĞƐŝƌĞƐin order to secure financial and material support. 
Furthermore, in Malawi premarital sex and child bearing outside wedlock is strongly 
disapproved of and some pregnant young women are disowned by their parents 
(Munthali et al., 2004 , Pathfinder International, 1998). Yet, reports show early sex 
debut (as early as 12 years) and high incidences of teenage pregnancies in Malawi 
(Government of Malawi, 2010 , Ministry of Health, 2009, Munthali et al., 2006). Studies 
have shown that the majority of sexually active young women initiate sexual 
relationships with older men in order to exchange sex for material or financial benefit 
especially because they are very poor (UNAIDS, 1998). Other studies have discovered 
that some are pressurised into early marriages or transactional sex for financial gains, 
when family members are unable to meet their basic needs (Poulin, 2007). However, 
there is no work that has specifically focused on structural realities, mechanisms, and 
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processes surrounding these familial and sexual pressures and challenges among the 
young women growing up with HIV. The current study will explore this gap from the 
perspectives of the HIV infected young women and their primary caregivers to identify 
appropriate and realistic strategies of supporting them within the family unit and in 
society.  
2.3.2 Changing sexual norms 
It is evident in Malawian and most societies that sex is an aspect of individual choice 
and gratification as well as reproduction (Munthali et al., 2006, Hickey, 1999); which 
means that to some young people it is a matter of pleasure despite the prevailing 
cultural and social norms. Though communities are aware that unprotected premarital 
sex is common aŶĚŝŶĐƌĞĂƐĞƐĂĚŽůĞƐĐĞŶƚƐ ?ǀƵůŶĞƌĂďŝůŝƚǇƚŽƉŽŽƌƐĞǆƵĂůĂŶĚƌĞƉƌŽĚƵĐƚŝǀĞ
health outcomes, young people are still disempowered to control their sexual lives 
because of objections of traditionalists to promote sexual education in family units and 
accessibility of SRH services by the adolescents (Ministry of Education Science and 
Technology, 2002). In Malawi, it is considered a taboo for parents to discuss sexual 
matters with adolescents (Munthali et al., 2004, McAuliffe and Ntata, 1994). Hence 
other adults such as grandparents, aunts and traditional advisors/counsellors appear to 
have taken over the responsibility to socialise young people with regards to sexual and 
reproductive issues. However, some authors suggest that the traditional structures have 
been destabilized by the influence of western religions and education systems and that  
socialization roles have been shifted to modern structures such as schools, the media 
and religious institutions which often do not provide traditional sex education due to 
differences in values and goals (Munthali et al., 2004 , Byamugisha, 2000).  
Most religious groups in Malawi strongly oppose the use of contraceptives amongst 
young unmarried people (including condoms) on the basis that this promotes early and 
irresponsible sexual practices (Munthali et al., 2004). This depicts the ambivalences in 
Malawian culture which exposes young people to unsafe sexual practices. It is evident 
from this background that in Malawi there are some cultural norms and traditions that 
ĐŽŵƉƌŽŵŝƐĞ Žƌ ƌĞĚƵĐĞ Ă ǇŽƵŶŐ ǁŽŵĂŶ ?Ɛ ƉŽǁĞƌ Žƌ ĂŐĞŶĐǇ ƚŽ ƌĞĨƵƐĞ ƐĞǆƵĂů ĂĚǀĂŶĐĞƐ
from male partners or negotiate for safer sex or force them adopt certain socially 
accepted behaviours which becomes more complicated for young women perinatally 
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infected with HIV. The limited research available does not demonstrate how cultural 
and religious beliefs might affect provision of SRH education and services in Malawi as 
the service providers are adults, who will be influenced by dominant cultural and 
religious norms. This is a gap that the current study will examine in more depth to 
understand the intrapersonal dynamics, structures, mechanisms and processes 
ƐƵƌƌŽƵŶĚŝŶŐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ůŝǀĞĚ ĞǆƉĞƌŝĞŶĐĞƐ ǁŝƚŚŝŶƚŚĞ ĨĂŵŝůŝĞƐ ĂŶĚ ƐĞƌǀŝĐĞ ŚĞĂůƚŚ
systems. By combining the perspectives of young women perinatally infected with HIV, 
their caregivers and service providers involved in their care, the study will provide a 
comprehensive picture of how normative expectations shape their lived experiences 
and be able to recommend the most important and realistic strategies about how their 
changing needs can best be met by health services. 
2.3.2.1 Sex and life skills education 
Young people in Malawi engage in sexual activity as early as 12 years (Ministry of 
Health, 2009), despite premarital sex being strongly disapproved (Munthali et al., 2004 , 
Pathfinder International, 1998). Early sexual debut and marriages are the main causes 
for teenage pregnancies which accounts for high dropout rates of young women at all 
grades
7
 in Malawian schools (Kalanda, 2010 , UNICEF, 2006). However, there are no 
significant differences in school dropout rates between females and males, but 17% 
dropped out at standard eight in 2010, an increase of 10% from 2004 (Government of 
Malawi, 2010). Rural young people are more likely to drop out of school at all grades 
than those in the urban settings due to lack of appropriate knowledge about sexual 
issues and lack of economic resources to meet their basic and academic needs, which 
influences them to adopt risky sexual behaviours as a survival strategy (Munthali et al., 
2006). To address these challenges, the Malawi government introduced  ‘life skills ? and 
sexual and reproductive health education (LS/SRH) at all grades in all schools in 2002 
(Kalanda, 2010). The World Health Organisation (2001:3) refers to life skills as the 
                                                     
7
 In Malawi, official primary school age is six to thirteen years; students enter primary school at 
the age of six years. Students attend primary school for eight years, and at the end they write 
examinations to attain Primary School Leaving Certificate (PSLCE). Students who attain the 
certificate proceed to secondary education level. Students attend secondary school for four 
years. Secondary education is divided into two sets of two-year courses. By the end of the first 
two years, students write Junior Certificate of Education (JCE) examination. At the end of the 
second two years, students write Malawi School Certificate of Education (MSCE) examinations 
or General School Certificate of Education (GCSE). In Malawi tertiary, education comprises of 
public and private universities and technical colleges (Government of Malawi, 2010:11) 
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 “ĂďŝůŝƚŝĞƐĨŽƌĂĚĂƉƚŝǀĞĂŶĚƉŽƐŝƚŝǀĞďĞŚĂǀŝŽƵƌƚŚĂƚĞŶĂďůĞŝŶĚŝǀŝĚƵĂůƐƚŽĚĞĂůĞĨĨĞĐƚŝǀĞůǇ
ǁŝƚŚƚŚĞĚĞŵĂŶĚƐĂŶĚĐŚĂůůĞŶŐĞƐŽĨĞǀĞƌǇĚĂǇůŝĨĞ ? ?In particular, life skills are described 
as a group of psychosocial and interpersonal competences that assist young people 
(both in and out of school) with informed decision making, problem solving, critical and 
creative thinking, effective communications, building of healthy relationships, 
identifying with peers and coping with and managing their lives in a healthy, purposeful 
and productive manner (Kalanda, 2010). A curriculum was introduced in primary school 
(standards five to eight) and secondary school (forms one to four). All students in these 
classes are taught LS/SRH as a subject alongside all other subjects (Kishindo et al., 
2006).  
In addition, several life skills programmes were introduced nationwide for both in and 
out of school young people to assist them to become competent and contributing adult 
members of the society (Ministry of Youth Development and Sports, 2009). These 
include Anti-/^ĐůƵďƐĂŶĚƚŚĞ  “tŚǇtĂŝƚ ?ĞĚƵĐĂƚŝŽŶĂůƉrogrammes (Munthali et al. 
2004). Anti-AIDS clubs use interactive and participatory methods to present HIV/AIDS 
and sexual health information through dramas, debates, role plays, quizzes and sports 
ƚŽ ŚĞůƉ ǇŽƵŶŐ ƉĞŽƉůĞ ŝĚĞŶƚŝĨǇ ĂŶĚ ĐŚĂŶŐĞ ƚŚĞŝƌ ƌŝƐŬǇ ďĞŚĂǀŝŽƵƌƐ ? dŚĞ  “tŚǇ tĂŝƚ ?
programme was introduced nationwide in primary and secondary schools in 2004 and is 
based on Christian principles. It is an abstinence-based programme that emphasises 
ŵŽƌĂů ĞƚŚŝĐƐ ŝŶ ĨŽƌŵĂƚŝŽŶ ŽĨ  ‘ŚĞĂůƚŚǇ ? ƌĞůĂƚŝŽŶƐŚŝƉƐ ĂŶĚ ŚĞůƉs young people to make 
informed decisions regarding their future (Munthali et al., 2004:35). Some studies have 
evaluated the effectiveness of the life skills programmes in engendering behavioural 
change for HIV prevention, sex and sexuality among young people in Malawi and have 
demonstrated a significant reduction in pregnancy cases (Kalanda, 2010 , UNICEF, 2006 , 
Munthali et al., 2004). Behavioural changes identified included improvement in decision 
making and problem solving among students. However, the programmes are more 
focused on prevention of HIV, not the challenges and needs of HIV positive infected 
young people in the academic environment. Although the behavioural change is 
associated with change in attitudes and establishing healthy relationships among young 
people, there is no work in Malawi on how the life skills education has mitigated the 
negative psychosocial impacts of HIV on HIV positive learners and how it has facilitated 
ƐƚƵĚĞŶƚƐ ? ĂĐĐĞƉƚĂŶĐĞ ĂŶĚ ƐƵƉƉŽƌƚ ŽĨ ƉĞĞƌƐ ƚŽ ďŽŽƐƚ ƚŚĞŝƌ ƐĞůĨ-worth and coping 
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mechanisms in an academic environment. Nevertheless, every chronic illness including 
HIV can have impact upon young people. 
2.4 Chronic disease impacts on adolescence 
Chronic illness at any stage of life can disturb ĂŶ ŝŶĚŝǀŝĚƵĂů ?Ɛ effective functioning 
psychologically, socially, economically and spiritually. According to Charmaz (1990: vii), 
chronic illness fundamentally disrupts a ƉĞƌƐŽŶ ?Ɛ ŶŽƌŵĂů ůŝĨĞ ? ŽŶƐĞƋƵĞŶƚůǇ ? ǇŽƵŶŐ
people diagnosed with chronic illnesses like diabetes, arthritis, cystic fibrosis, asthma, 
heart disease, epilepsy and HIV infection may be regarded as vulnerable to mental 
health problems, as a result of psychological trauma and general interruptions caused 
by the lifelong illness (Aujoulat and Marcolongo, 2008). Research shows that a chronic 
illness can threaten ƚŚĞǇŽƵŶŐƉĞƌƐŽŶ ?Ɛself-worth, self-determination, sense of security 
and bodily control, leading to feelings of powerlessness due to lack of medical 
knowledge and skill to deal with the illness (Menon et al., 2007) ? zŽƵŶŐ ƉĞŽƉůĞ ?Ɛ
autonomy from caregivers or parents, peer acceptance and participation in their social 
world becomes complicated by their desire to keep their condition a secret and fears of 
social exclusion (Menon et al., 2007). This is often associated with very high levels of 
psychological distress (Aujoulat and Marcolongo, 2008). However, this thesis does not 
allow for the full discussion of impacts of all chronic illnesses on adolescence hence 
Section 2.4.1 will focus primarily on the impact of perinatal HIV on young people 
growing up to adulthood. 
There is paucity of literature on the effect of chronic HIV infection on psychosexual 
development and fertility (Aka Dago-Akribi and Cacou Adjoua, 2004). However, it is 
likely to affect a young person ?ƐďŽĚǇ ŝŵĂŐĞ ? ƐĞůĨ-confidence and self-worth and may 
lead to difficulties in their psychosexual development particularly for the young women, 
who base their self-worth on physical appearance (Aujoulat and Marcolongo, 2008). 
Healthcare professionals play a key role ŝŶ ƉƌŽŵŽƚŝŶŐ ǇŽƵŶŐ ƉĞŽƉůĞ ?Ɛ ŽƉƚŝŵĂů ƐĞǆƵĂů
health and need to be comfortable and confident in discussing a wide range of issues 
regarding sexual development and sexuality (Aka Dago-Akribi and Cacou Adjoua, 2004). 
The paucity of literature on the sexual and reproductive needs of young women with
 
chronic illness such as HIV infection continues to be an impediment to developing
 
appropriate interventions. Therefore the current study will contribute to this limited 
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knowledge in identifying appropriate interventions to meet ǇŽƵŶŐǁŽŵĞŶ ?Ɛ sexual and 
reproductive needs as they grow up with HIV.
 
2.4.1 Impact of perinatal HIV upon young people 
The existing evidence about perinatally infected adolescents has mainly focused on 
their medical, sexual and reproductive health (SRH) (Busza et al., 2013 , Obare and Van 
der Kwaak, 2010, Birungi et al., 2009 , Birungi et al., 2008 , Fielden et al., 2006) with 
relatively less attention given to understanding other aspects of their life experiences. 
However, other studies show that young people growing up with HIV are particularly 
vulnerable during adolescence, as they experience disproportionate rates of social 
isolation, normative expectations, financial constraints, sexual and physical abuse and 
mental health concerns (Ferguson, 2010, Thorne et al., 2002). Qualitative studies in 
Africa show that HIV related stigma, the effects of strict treatment regimens, complexity 
of choices about relationships, the burden of secrecy, fear of rejection and changes in 
physical appearance (lipodystrophy, visible skin marks and muscle wasting) make their 
developmental process to adulthood particularly difficult (Ferguson, 2010, Li et al., 
2010). Achieving autonomy in decision making for young people is more frightening 
because it can have serious health outcomes (Battles and Weiner, 2002) as illustrated in 
the next section.  
2.4.1.1 Physical impact and mental health  
Physically, perinatally HIV infected young people, will, if not treated, get infections 
related to their suppressed long term immunity exposing them to a particular risk for 
problems related to physical and mental development and functioning. They may 
encounter delay in onset of pubertal changes and progression through the normal 
developmental stages than their peers (Lowenthal and Phelps, 2010 , Buchacz et al., 
2003), and conditions like stunted growth, mental retardation, recurrent conditions  W 
opportunistic infections, dermatological problems and anatomical changes particularly 
lipodystrophy
8
 also affecting their physical outlooks (Carr et al., 2003). The perinatally 
HIV infected young women may be smaller than their HIV negative counterparts 
                                                     
8
 Lipodystrophy (peripheral lipoatrophy, central fat accumulation, and lipomatosis) is a common 
and disfiguring problem in adult patients with HIV-1 infection on antiretroviral treatment (Carr 
et al. 2003). 
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(Buchacz et al., 2003), which can result in a difference between their mental age and 
chronological/physical age and appearance (Knight et al., 2000). Since this state of 
chronic ill health tends to be associated with delayed menarche in young women, the 
situation can be very damaging to the self-image of the growing young woman. Onset of 
menarche constitutes major indicators of the sexual maturity and the beginning of the 
biological capacity of young women to bear children, when compared to the other 
pubertal changes that young women experience (Bauermeister et al., 2009). This 
implies that delays in puberty and growth particularly onset of menarche in young 
women not only affect the physical but also the social and sexual development of a 
young woman.  
Another essential part of ǇŽƵŶŐǁŽŵĞŶ ?ƐǁĞůů-being concerns their mental well-being. 
Although mental health of young people is given little attention (Li et al., 2010), the 
WHO acknowledges that mental well-being of a young person comprises more than an 
absence of mental disorders. Instead it embraces ?  “Ă ƐƚĂƚĞ ŽĨ ǁĞůů-being in which the 
individual realises her own abilities, can cope with the normal stresses of life, can work 
ƉƌŽĚƵĐƚŝǀĞůǇ ĂŶĚ ĨƌƵŝƚĨƵůůǇ ? ĂŶĚ ŝƐ ĂďůĞ ƚŽ ŵĂŬĞ Ă ĐŽŶƚƌŝďƵƚŝŽŶ ƚŽ ŚŝƐ Žƌ ŚĞƌ ƐŽĐŝĞƚǇ ?
(WHO, 2003:17). In this context, it is evident that positive mental health increases a 
ǇŽƵŶŐ ƉĞƌƐŽŶ ?Ɛ ĂďŝůŝƚǇ ƚŽ ĚŝƌĞĐƚ Śis or her life. However, the mental health of young 
women living with HIV may be affected by the ordinary pressures of adolescence, along 
with other several anatomical changes (see below) which are specifically related to their 
HIV positive status and use of antiretroviral therapy (Tien et al., 2006). 
For many young people, the impact of developmental delay, cognitive deficit and 
changes in physical appearance may affect friendships, complicating decisions around 
HIV disclosure and impact on their sexuality (Bauermeister et al., 2009). Though 
antiretroviral therapy progressively relieves physical symptoms and challenges of HIV, 
the ZsƐŽĨƚĞŶŚĂǀĞĂĚǀĞƌƐĞĞĨĨĞĐƚƐǁŚŝĐŚĂĨĨĞĐƚǇŽƵŶŐƉĞŽƉůĞ ?ƐŵĞŶƚĂůǁĞůů-being and 
physical outlook hence social identity and status (Carr et al., 2003). The anatomical 
changes caused by ARVs may include lipoatrophy of the extremities or the face, 
prominence of superficial blood vessels or fat accumulation in the abdomen, neck, back 
(dorso-cervical fat pad, the so-ĐĂůůĞĚ  ‘ďƵĨĨĂůŽŚƵŵƉ ? )ďƌĞĂƐƚƐ  ?ĞŶůĂƌŐĞŵĞŶƚ )ĂŶĚŽƚŚĞƌ
sites in a localised form (Tien et al., 2006 , Carr et al., 2003 , Dieterich, 2003 , James et 
al., 2002). Facial lipoatrophy associated with progressive loss of facial fat stimulates the 
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appearance of skin furrows, increasing regions of depression and visualisation of the 
skull leading to wrinkling of the face which precociously ages the young woman  W a 
visible marker attributed to an HIV carrier (Collins et al., 2000). This clearly signifies that 
changes in physical appearance associated with HIV infection and treatment may upset 
young women psychologically and reduces their sense of belonging and self-worth (Carr 
et al., 2003). However, there is no evidence on how the anatomical changes impact on 
young women ?ƐƐĞǆƵĂůŝƚǇ. This is a factor that will be explored in the current study in 
order to suggest effective interventions to promote optimal sexual and reproductive 
outcome.  
Most significantly, the anatomical and cognitive changes caused by HIV infection have 
been linked with feelings of depression (Tadesse et al., 2012) and negative self-image 
(Aka Dago-Akribi and Cacou Adjoua, 2004). Qualitative studies in Sweden and Uganda 
have shown that among young people living with HIV, depression is associated with 
poor school performance, drug non-adherence, and significantly exposes young women 
to the likelihood of engaging in unsafe sexual practices (Rydstrom et al., 2012 , Birungi 
et al., 2009), thus increasing their vulnerability. With these stressors, it can be 
postulated that young women growing up with HIV are vulnerable to poor mental 
health. However, few studies have tried to examine this hypothesis by quantifying the 
incidence of mental health disorders in young people growing up with HIV. One study in 
sub-Saharan Africa quantified mental health disorders in young people with HIV positive 
status aged between 11 and 15 years in Zambia. The youth version of the Strengths and 
Difficulties Questionnaire was administered. The findings were compared with the 
results from the British sample of HIV negative adolescents of the same age and gender 
(Menon et al., 2007). The findings suggested that HIV positive young people face 
significant mental health challenges. When they compared the results to British norms, 
the HIV positive young people in Zambia were four times more likely to show emotional 
symptoms, two times more likely to have mental disorders, and seven times more likely 
to experience problems with their peers (Menon et al., 2007). However, using the 
control group from Britain rather than their Zambian counterparts makes it difficult to 
validate the degree to which the differences in mental health disorders were attributed 
to their positive HIV status or other environmental or social factors. While statistical 
findings are worthwhile for highlighting trend of emotional disorders in HIV positive 
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young people, little attention has been drawn to the significance of contextual factors in 
influencing the mental disorders among the HIV infected young people and the 
outcomes. It is hoped that this study will contribute to this limited knowledge. 
>ǇŽŶ ĂŶĚ  ?ŶŐĞůŽ ǁƌŝƚŝŶŐ ŽŶ ƚĞĞŶĂŐĞƌƐ ? ,/s ĂŶĚ /^ in developed and developing 
countries reported that majority of the perinatally HIV infected young people expressed 
feelings of sadness, depression, loneliness and discrimination from peers and within 
families (>ǇŽŶĂŶĚ ?ŶŐĞůŽ ? ? ? ? ?). Loss of parent/s or having chronically sick parent/s 
often expose them to increased vulnerability, risky sexual behaviours and they face a 
greater degree of neglect and abandonment (Family Health International, 2005 , Miah, 
2004 , Lewis, 2001). A 2008 worldwide study on psychosocial support interventions for 
,/s ŝŶĨĞĐƚĞĚǇŽƵŶŐƉĞŽƉůĞ ?ĞǆƉůŽƌĞĚƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?ĂĐĐŽƵŶƚƐĂŶĚĨŽƵŶĚthat many 
reported significant psychosocial problems among the young people (Greifinger et al., 
2008). The main psychosocial problems they encountered included stigma and 
discrimination and difficulties disclosing their status to others including sexual partners 
and anxiety about having children as discussed below. 
2.4.1.1.1 Stigma and discrimination 
HIV is a stigmatised illness that is transmitted sexually or acquired perinatally or 
through blood transfusion, which exposes the young people affected to a complex mix 
ŽĨ ŝƐƐƵĞƐ ?'ŽĨĨŵĂŶĚĞĨŝŶĞƐƐƚŝŐŵĂĂƐĂŶ “ĂƚƚƌŝďƵƚĞƚŚĂƚŝƐĚĞĞƉůǇĚŝƐĐƌĞĚŝƚŝŶŐ ?ƌĞĚƵĐŝŶŐ
an individual from a whole and usual person to a tainted, discounted one or bodily signs 
ĚĞƐŝŐŶĞĚ ƚŽ ĞǆƉŽƐĞ ƐŽŵĞƚŚŝŶŐ ƵŶƵƐƵĂů ĂŶĚ ďĂĚ ĂďŽƵƚ ŵŽƌĂů ƐƚĂƚƵƐ ŽĨ ƚŚĞ ƐŝŐŶŝĨŝĞƌ ?
(Goffman, 1963:63). This definition denotes that individuals who are stigmatized have 
or are believed to have an attribute (like being HIV positive) that marks them as 
different or deviant and leads them to be devalued in the eyes of others. The ascribed 
inferior, disgraceful or unacceptable qualities of a young woman with a stigmatised 
condition like HIV infection likely diminish their self-worth hence affecting their social 
identity.  
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'ŽĨĨŵĂŶ ?ƐŽƌŝŐŝŶĂůŝŶƐŝŐŚƚ ?ƐůŝŐŚƚůǇŽǀĞƌ ? ?ǇĞĂƌƐĂŐŽ ?ĐŽŶĐĞƌŶŝŶŐƚŚĞŝŵƉĂĐƚŽĨƐƚŝŐŵĂŝŶ
ƚŚĞĐŽŶƐƚƌƵĐƚŝŽŶŽĨĂ ‘ƐƉŽŝůĞĚŝĚĞŶƚŝƚǇ ?ŚĂƐďĞĞŶĞǆƚĞŶĚĞĚĂŶĚŵŽĚŝĨŝĞĚŝŶƌĞůĂƚŝŽŶƚŽĂ
wide range of conditions. These include epilepsy (Jacoby, 1994, Scambler and Hopkins 
1986), leprosy (Opala and Boillot, 1996, Gussow and Tracy, 1968), mental illness (Phelan 
et al. 2000), infertility (Riessman, 2000, Miall, 1987) and HIV and AIDS (Green and Sobo, 
2000, Weiss et al. 1992). Weiss et al. (1992) argued that stigma has two perspectives, 
ƚŚĞ ŝŶƐŝĚĞƌ ?Ɛ ǀŝĞǁ ĂƐ ƚŚĞ  ‘ĞŵŝĐ ? ƉĞƌƐƉĞĐƚŝǀĞ ĂŶĚ ƚŚĞŽƵƚƐŝĚĞƌ ?Ɛ ǀŝĞǁ ĂƐ ƚŚĞ  ‘ĞƚŝĐ ?
perspective. The emic perspective refers to how the stigmatised (in their own terms) 
think about their world, themselves, their health and their health problems (culturally 
defined experiences). The etic perspective refers to how others (those who stigmatise) 
view or think about the stigmatised (professionally defined outcomes/consequences of 
any disease studied). For instance, health professionals may quickly see the 
consequences (the etic view) of perceived stigma (the emic view), such as the decision 
ŶŽƚƚŽďĞƚĞƐƚĞĚŽƌŶŽƚƚŽǀŝƐŝƚĂŶ,/sĐůŝŶŝĐ ?tĞŝƐĂŶĚĐŽůůĞĂŐƵĞƐ ?work has influenced 
greatly the work on HIV/AIDS stigma. In their work, cultural norms and perceptions 
were viewed as affecting both the person living with the condition and others who were 
observing it. While most of this early work on stigma has focused on how others view a 
stigmatised person and on the contexts in which stigma occurs, this thesis considers 
ƚǁŽŬĞǇĚĞǀĞůŽƉŵĞŶƚƐŝŶƌĞůĂƚŝŽŶƚŽƉĞŽƉůĞ ?ƐƌĞƐƉŽŶƐĞƐƚŽƐƚŝŐŵĂ ?ƐĞĞ^ĞĐƚŝŽŶƐ ? ? ? ?ĂŶĚ
 ? ? ? ) ?dŚĞƐĞĂƌĞ^ĐĂŵďůĞƌĂŶĚ,ŽƉŬŝŶ ?Ɛ ĨƌĂŵĞǁŽƌŬŽĨ  ‘ĞŶĂĐƚĞĚ ?ĂŶĚ  ‘ĨĞůƚ ?ƐƚŝŐŵĂǁŚŝĐŚ
was first recognised among people with epilepsy. Felt stigma is an expansion of emic 
stigma and enacted stigma relates to etic stigma (Holzemer et al. 2007). These allow for 
consideration of anticipated and actual responses to stigmatised identity (Scambler and 
Hopkins, 1986) (Section 5:3) and the possibilities of rejecting a stigmatised identity as 
developed by Riessman (2000) (Section 6.5).  
Scambler and Hopkins (1986) defined enacted stigma as instances of discrimination on 
the basis of perceived unacceptability or inferiority. They defined felt stigma as the fear 
or experience or anticipation of enacted stigma
9
.  In their work with participants with 
epilepsy, they argued that the fear or anticipation of a negative reaction was a prime 
obstacle that their participants had to deal with.  As such, they suggested that it is 
potentially more disruptive as stigmatised individuals anticipate discriminatory 
                                                     
9
 Enacted stigma refers to actual experience of discrimination (Scambler and Hopkins 1986). 
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responses hence are likely to adopt policies of concealment and secrecy. This 
particularly occurs when they fear societal attitudes and potential discrimination arising 
from their positive HIV status or come to accept ŽƌŝŶƚĞƌŶĂůŝƐĞƐŽĐŝĞƚǇ ?ƐŶĞŐĂƚŝǀĞǀŝĞǁƐ
on them which damages their self-image. For example, young women with perinatally 
acquired HIV may anticipate social rejection due to their physical visible marks or 
progressive ailments. This may elicit painful inner struggle related to having HIV and 
AIDS at an early age and they may be vulnerable to developing feelings of self-blame, 
self-depreciation and self-hatred (Greeff et al., 2008 , Brown et al., 2003 , Lee et al., 
2002). Thus, felt stigma often results in behaviours like denial of the positive HIV status, 
reluctance to disclose the status and unwillingness to seek and accept quality 
healthcare and social support (Greeff et al., 2008 , Miller and Rubin, 2007 , Simbayi et 
al., 2007).  
Goffman (1963) emphasised that stigma occurs when the construction of social 
categories is connected to socially stereotyped beliefs that label individuals as 
 ‘ƐĞůĨ ?ŶŽƌŵĂů ĂŶĚ ŽƚŚĞƌ ?ĂďŶŽƌŵĂů ?  ?ďĂĚŝĂ-Barrero and Castro 2009:1221) or as 
discreditable and discredited persons. Goffman makes a useful distinction between the 
discreditable and the discredited individuals. The discreditable individuals are those 
whose stigma is hidden or not immediately perceivable or is not known about (Green 
and Sobo, 2000), such may be young women who acquire HIV through sexual contact 
(whose infection may be relatively in early stage and not visible physically or through 
particular behaviours). In contrast, discredited individuals are those whose stigma is 
visible or known about (Green and Sobo, 2000), which is common for young women 
who acquire HIV perinatally (who may have progressive ailments, visible marks, lack 
adult support networks and look different from their peers). The visibility of physical 
marks like scarring from HIV infection can be extremely disruptive for the young women 
as the marks expose them to social stigma (Collins et al., 2000). Although the HIV 
related changes are visible in the extremities, lipodystrophy is most conspicuous on the 
face signifying a visible marker of HIV infection. This mark of shame or disgrace can 
trigger disturbances in social and family relationships leading to social isolation of the 
young person or the affected family thus negatively affecting their psychological well-
being (Collins et al., 2000). In this context, the discreditable young woman can decide 
who to tell, how, and when or to lie or not to lie (information control). The discredited 
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young woman has to manage tension which may be generated during social contacts 
ǁŝƚŚ ƚŚĞ  ‘ŶŽƌŵĂůƐ ? ? ŚĞŶĐĞ ŵay adopt strategies to try to conceal their positive HIV 
status to resist being stigmatised (Goffman, 1963). Therefore, this study will explore in-
depth on how the young women with perinatally acquired HIV manage social 
interactions and/or deal with stigma and discrimination.  
 
Although the concept of stigma is often used interchangeably with that of 
discrimination (Population Council, 2002), Manser and Thomson (1999) argued that 
their meanings are different. Nyblade et al. (2003) defined discrimination as an 
unfavourable attitude towards a group or its individual members, or negative acts (that 
result from stigma) that serve to undervalue the life opportunities of those being 
stigmatised. Other researchers argued that discrimination emphasises on observable 
behaviour, which means the unjustifiably different treatment is given to different 
people or groups (Brown et al., 2003, Bond et al., 2002, Manser and Thomson, 1999). 
^ŽĐŝŽůŽŐŝĐĂů ĂŶĂůǇƐĞƐ ŽĨ ĚŝƐĐƌŝŵŝŶĂƚŝŽŶ ? ŚŽǁĞǀĞƌ ?  “ĐŽŶĐĞŶƚƌĂƚĞ ŽŶ ƉĂƚƚĞƌŶƐ ŽĨ
dominance ĂŶĚŽƉƉƌĞƐƐŝŽŶ ?ǀŝĞǁĞĚĂƐĞǆƉƌĞƐƐŝŽŶƐŽĨĂƐƚƌƵŐŐůĞĨŽƌƉŽǁĞƌĂŶĚƉƌŝǀŝůĞŐĞ ?
(Marshall, 1998:552). This sociological emphasis on the structural dimensions of 
discrimination signifies the need for researchers to conceptualize stigma and 
discrimination as social processes that can only be understood in relation to broader 
notions of power and domination (Parker and Aggleton, 2003). Therefore to properly 
understand issues of stigma and discrimination in relation to HIV and AIDS, it requires 
apt understanding about how some individuals come to be socially excluded, and about 
the forces that create and reinforce exclusion upon different groups and in different 
settings. As such, this study focuses on in-depth understanding of the underlying 
structures and mechaniƐŵƐŽĨǇŽƵŶŐǁŽŵĞŶ ?ƐƉƐǇĐŚŽƐŽĐŝĂůĂŶĚƐĞǆƵĂůĞǆƉĞƌŝĞŶĐĞƐĂŶĚ
challenges holistically (within the family and the health systems) in real life contexts. 
A secondary analysis of baseline data collected from HIV positive women and men in 
developing countries show that HIV stigma can be expressed in different forms such as 
rejection, verbal abuse, imposed restrictions on the person and eviction (Lee et al., 
2002, Bond et al., 2002). Young people may be victims of gossiping and name-calling 
thereby disrupting their self-image (Campbell et al., 2010). Different countries use 
different stigmatizing languages. For instance, in some parts of Tanzania, an HIV 
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infected person is ŶĂŵĞĚ  ‘ŶǇĂŵďŝǌŝ ? ?Žƌ ƐƵďŵĂƌŝŶĞ ? /Ŷ ƚŚŝƐ cultural context, the name 
implies that the HIV infected person is furtive, threatening and lethal (Nyblade et al., 
2003 , ICW, 2002). HIV/AIDS itself has generated a striking number of euphemistic and 
metaphorical expressions that indirectly describe the terms (Greeff et al., 2008 , 
Campbell et al., 2007 , Uys, 2003). Less than exact  ?Žƌ ‘ĐŽĚĞĚ ?ŽƌĐƌǇƉƚŝĐ )words are used 
by people including health care professionals to identify the HIV infected individuals to 
avoid being considered negligent to culturally sensitive issues, but not necessarily 
rejecting the diagnosis of HIV and AIDS (Duffy, 2005). For example, health workers in 
Malawi calling HIV,  ‘ELISA disease ?, immunosuppression or in a vernacular language, 
people calling HIV infection  ‘ŬĂůŝǁŽŶĚĞǁŽŶĚĞ ? ŵĞĂŶŝŶŐ  ‘slim disease ? (Muula and 
Mfutso-Bengo, 2005). It is reported that medical professionals often avoid documenting 
AIDS as a diagnosis on the death certificates to avoid embarrassment (McGeary, 2001). 
This clearly shows that young people are growing up with a disease that they cannot 
discuss with people they interact with on daily basis.  
Furthermore, several qualitative studies have revealed that the association of HIV 
infection with particular sexual behaviour that is considered unacceptable by many 
people in the society exacerbate HIV related stigma (Ulasi et al., 2009 , Wood and 
Lambert, 2008 , Campbell et al., 2007 , Otolok-Tanga et al., 2007). Rydstrom et al., 
(2012) and Campbell et al. (2007) stressed that the presumed link between HIV and 
inappropriate behaviour (sexual) still remains a concern for both older and young 
people infected with HIV because of the associated shame and embarrassment. Many 
qualitative studies assert that individuals, particularly young women infected with HIV, 
point to the association between HIV and sexual intimacy as the possible root of stigma 
(Rydstrom et al., 2012 , Majumdar and Mazaleni, 2010 , Bond et al., 2002). They may be 
blamed for unacceptable behaviour in the society or regarded as prostitutes. For 
example, a qualitative study conducted in Zambia exploring mother to child 
transmission revealed that the shame of having a positive HIV status was culturally 
linked to prostitution and promiscuity and as such, was creating social rejection (Bond 
et al., 2002). Similarly, if the parental HIV positive status is known publicly, this further 
ŝŶĐƌĞĂƐĞƐ ǇŽƵŶŐ ƉĞŽƉůĞ ?Ɛ ƐĞŶƐĞ ŽĨ ĂůŝĞŶĂƚŝŽŶ ŚĞŶĐĞ ƌĞŝŶĨŽƌĐŝŶŐ ƐŝůĞŶĐĞ ĂŶĚ ƐĞĐƌĞĐǇ
around their status.  
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Although HIV psychologically affects young people in different aspects of their lives, 
there is little evidence about how they cope with stigma and discrimination as most 
studies on this are conducted with adults (Campbell et al., 2007). The problems of 
keeping HIV positive status a secret have been reported by several researchers as very 
distressing for young people, promoting social isolation and bitterness as it expedites 
negative self-image (Battles and Weiner, 2002 , Lewis, 2001 , Brown and Lourie, 2000). 
A qualitative study with HIV positive young people aged 12 to 24 years in Canada 
revealed social and structural limitations as barriers to their full participation in society 
(Flicker et al., 2005). Stigma was cited as a major barrier to societal participation 
including school activities. The majority shared painful stories of harassment, 
discrimination and cruelty upon disclosure of their HIV status to their loved ones or 
individuals in authority. Fear of being discovered HIV positive was also high in this 
sample and kept the majority of young people from finishing school, participating in 
school activities, finding employment or building close social networks (Flicker et al., 
2005). A recent study in Sweden has revealed that in schools and among peers, young 
people pretended to be normal and as healthy as the others in order to protect 
themselves from the risk of being stigmatised (Rydstrom et al., 2012). From this 
perspective, stigma and discrimination significantly influences the status disclosure to 
others including sexual partners, when and how young people get informed of their 
diagnosis (Parker and Aggleton, 2003).   
2.4.1.1.2 Being informed of their HIV diagnosis 
While the question of status disclosure becomes increasingly important, the secrecy 
surrounding HIV positive status and the death of a parent due to AIDS may lead young 
people to believe that having the disease is shameful. Recent qualitative studies with 
young people in Uganda and Sweden show that HIV infected young people are 
preoccupied with secrecy around HIV (Rydstrom et al., 2012). A qualitative study in 
Sweden with HIV infected young people aged between 15 to 21 years (some with 
African and others Swedish background) show that in families, HIV discussion was often 
a taboo and was rare even with close family members (Rydstrom et al., 2012). 
Qualitative content analysis was employed to analyse the data and the results revealed 
that it was often difficult for families to be open about their positive status including the 
cause of death for fear of social stigma. This may deprive the young people of the usual 
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buffering social supports they may desperately need. A few other studies investigating 
communication about HIV/AIDS between children and parents in Africa have noted that 
African cultural taboo about the discussion of sexuality and death between generations 
inhibits communication about HIV within families as it is sexually transmitted (Wood et 
al., 2006 , Liddell et al., 2005). However, a weakness in these studies was that they 
approached disclosure of HIV positive status among young people as a single event 
rather than as a process, involving long-term consequences especially upon the young 
women, who are already marginalised in the society and dependent on men for 
financial support.  
Essentially, many previous studies on status disclosure highlighted that being older was 
found to be a determinant factor for disclosure of HIV positive status to young people  
(Biadgilign et al., 2011, Oberdorfer et al., 2006 , Blasini et al., 2004 , Flanagan-Klygis et 
al., 2002 , Thorne et al., 2002 , Armistead et al., 2001 , Ledlie, 1999). The researchers 
reported that most caregivers have a preference to delay status disclosure to young 
people up to older ages - over the age of 12, as parents believed that at early age, the 
child lacked cognitive maturity necessary to comprehend the disease and its 
implications. For example, Cohen et al. (1997) reported that 95% of young people older 
than 10 years were aware of their HIV status in Massachusetts. The view that 
adolescence is the ideal stage for status disclosure is consistent with the idea that 
during this phase of life, young people are capable to comprehend and cope with 
information about their positive status and address issues they encounter as they 
become sexually active, specifically secondary transmission and child bearing. In 
contrast, a qualitative study of teenagers who lost a parent/s in Zimbabwe suggests that 
parental disclosure within households, including to older teenagers was rare (Wood et 
al., 2006). These teenagers were not told directly, despite the ǇŽƵŶŐ ƉĞŽƉůĞ ?Ɛ ŽǁŶ
knowledge and awareness about AIDS related symptoms, and strong suspicions about 
ƚŚĞŝƌŽƌƉĂƌĞŶƚƐ ?ŝůůŶĞƐƐǁŚŝĐŚĐĂƵƐĞĚƚŚĞŵƉĂŝŶĂŶĚĨƌƵƐƚƌĂƚŝŽŶ ?For young people who 
are aware of their positive HIV status, adults encourage them to remain silent about 
their status to avoid social rejection, the potential loss of relationships, and as a desire 
to protect family members from the emotional effects of living with HIV (Ulasi et al., 
2009 , Wood and Lambert, 2008). However, silence as a moral coping strategy was 
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emotionally difficult, mostly for older teenagers, who had taken over the caring 
responsibility of their younger siblings (Wood et al., 2006). 
There is a growing body of evidence about the benefits of HIV diagnosis disclosure to 
young people. These include enabling them to understand their condition, increased 
opportunity for social support, and participation in health care decision making 
(Rujumba et al., 2010 , WHO, 2003 , Mellins et al., 2002 , Schonfeld, 1997). However, 
status disclosure to young people perinatally infected with HIV in resource constrained 
settings continues to be deferred until older teenage years and beyond (Vaz et al., 2010, 
Wiener et al., 2007 , Mellins et al., 2002). The delay in HIV status disclosure to young 
people in some cases results in accidental disclosure, which can lead to confusion, 
feelings of resentment, and diminished opportunities to comprehend the information in 
a supportive milieu (Vaz et al., 2010). Qualitative studies in Africa show that the low 
rates of status disclosure to young people are attributed to lack of communication skills 
about how to disclose the HIV status among the caregivers (Domek, 2010 , Rwemisisi et 
al., 2008). Additionally, there is lack of guidelines to enable caregivers and service 
providers to make decisions about when and how to disclose the positive HIV status to 
young people. By contrast, considerable attention is given to guidelines on HIV status 
disclosure among adults (Kallem et al., 2010 , Rujumba et al., 2010 , Wiener et al., 2007 , 
Moodley et al., 2006 , Myer et al., 2006) ? tŚŝůĞ ƐƚƵĚŝĞƐ ŚĂǀĞ ĐĂƉƚƵƌĞĚ ĐĂƌĞŐŝǀĞƌƐ ?
concerns about status disclosure to young people, there is limited knowledge on 
ĂĚŽůĞƐĐĞŶƚƐ ?ƉĞƌĐĞƉƚŝŽŶƐĂŶĚĐŽŶĐĞƌŶƐĂďŽƵƚƚŚĞŝƌƐƚĂƚƵƐĚŝƐĐůŽƐƵƌĞ ? This is a gap that 
the current study will explore in more depth particularly within sexual relationships, in 
order to identify strategies of minimising negative consequences encountered by young 
women following status disclosure to sexual partners. 
2.4.1.1.3 Disclosing status to others  
HIV status disclosure to a sexual partner is similarly a significant preventive strategy of 
secondary HIV transmission because it can promote the adoption of protective 
measures in a sexual relationship (Birungi et al., 2009). However, where young women 
internalise HIV related stigma, there is a possibility of feeling shameful about their HIV 
status, and are sensitive to the real and foreseen social rejection by peers (including 
sexual partners). This adversely affects their status disclosure and sexual practices. 
42 
 
There is evidence that risky sexual practices result from failure to disclose HIV status to 
sexual partners (Kalichman, 2000). In addition, ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂƚƚĞŵƉƚƐ ƚŽ ŝŶŝƚŝĂƚĞ
relationships and negotiate condom use become more complicated with their 
knowledge of living with a stigmatised disease, particularly when they fear exposure of 
their HIV positive status (Bakeera-Kitaka et al., 2008). As such, they may desire to look 
 ‘ŶŽƌŵĂů ? ŝŶ ƚŚĞ ĞǇĞƐ ŽĨ ƚŚĞŝƌ ƉĞĞƌƐ ĂŶĚ ƚŽ Ĩŝƚ ŝŶ ƚŚĞŝƌ ƐŽĐŝĂů ŐƌŽƵƉƐ ďǇ ĐŽŶĨŽƌŵŝŶŐ ƚŽ
social activities which include sexual relationships. For instance, in a study in Uganda 
just over 38% of the young people that were in sexual relationships had disclosed their 
HIV positive status to a sexual partner for fear of social rejection (Birungi et al., 2008). 
,ŽǁĞǀĞƌ ?ƚŚĞǇŽƵŶŐƉĞƌƐŽŶ ?ƐĐŚŽŝĐĞŶŽƚƚŽĚŝƐĐůŽƐĞtheir status to a sexual partner can 
lead to increased risk of engaging in unsafe sexual practices thus becoming potential 
sources of secondary transmission and risk to themselves.  
ŶƵŵďĞƌŽĨƋƵĂůŝƚĂƚŝǀĞƐƚƵĚŝĞƐĞǆƉůŽƌŝŶŐǇŽƵŶŐƉĞŽƉůĞ ?ƐĞǆƉĞƌŝĞŶĐĞƐŽĨůŝǀŝŶŐǁŝƚŚ,/s
in sub-Saharan Africa has shown that perinatally HIV infected young people feel 
uncomfortable discussing sexuality, struggle with disclosure to partners, struggle with 
discussing or using condoms, and bear children early (Busza et al., 2013 , Hodgson et al., 
2012 , Li et al., 2010 , Obare and Van der Kwaak, 2010 , Birungi et al., 2009). The 
majority of participants were concerned with their lack of skills regarding how to 
communicate their positive HIV status to sexual partners and the anticipated responses 
including rejection by partners. Where their caregivers were themselves HIV positive, 
their own feelings as parents limited their capability to assist the young women 
navigate the onset of their sexual lives (Aka Dago-Akribi and Cacou Adjoua, 2004). This 
in turn significantly affected young people ?ƐŚĞĂůƚŚƐĞĞŬŝŶŐďĞŚĂǀŝŽƵƌƐƉĂƌƚŝĐƵůĂƌůǇSRH 
services.  
In many African societies, discussion about sexual issues between adults and young 
people is considered a taboo (Wittenberg et al., 2007 , Munthali et al., 2004). As such, 
the cultural norms might affect the provision of sexual and reproductive service as the 
service providers are adults who are also influenced by the prevailing cultural and 
religious norms of the society. This is supported by a study conducted in Uganda which 
revealed that where sexuality is discussed during counselling with perinatally HIV 
infected young people, it tends to be around deterrence of sexual initiation or refraining 
from sexual activity (Birungi et al., 2007). These experiences, coupled with counselling 
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focused exclusively on abstinence, may lead to denial of appropriate information about 
safe sexual practices. Similarly, the way the young women deal with their emerging 
sexuality and positive HIV status may have effects on their consequent approaches 
towards sex, sexual identity, health seeking behaviours and SRH outcomes which is 
particularly complicated for young women. This necessitates the need to know more 
about how young women interact and discuss these issues with service providers. 
In essence, this section has focused on how HIV acquired perinatally affects young 
people physically, mentally, socially, economically and sexually. Young people face a 
greater degree of social exclusion that influence the way they get informed about their 
diagnosis, their status disclosure to peers including sexual partners. However, issues of 
status disclosure within the family get complicated due to disrupted family structures. 
2.4.1.2 Family disruption  
2.4.1.2.1 Parental care 
HIV is mainly a disease that has wide impacts on families, as it is globally reported to 
affect familial structures, relationships, roles and responsibilities in different ways 
(UNAIDS, 2011 , Ferrand et al., 2007). Either one or both parents may be infected and 
siblings infected or affected. The family may often have experienced multiple 
bereavements and losses within their social and family networks. Therefore, holistic 
consideration of the social and economic impacts of HIV infection upon the family is 
crucial to understand the influence of care provided by parents to their children who 
are infected with HIV. Within the families, parents may be significantly concerned about 
increased caring responsibilities, fear of social rejection, shame or the gossip regarding 
the illness in their household and that can greatly affect their social identity (Muyinda et 
al., 1997). Stigma associated with HIV shapes the burden of care, as parents struggle to 
deal with pressure between the secrecy surrounding the infection and the openness 
needed in care provision and in seeking the social support they desperately need 
(Ferrand et al., 2007). Since parents may anticipate negative fears related to stigma 
 ? ‘ĨĞůƚƐƚŝŐŵĂ ? ), disruptions in relationships, they have to deal with challenges of secrecy, 
seek to balance the perceived risks and benefits of disclosure and deal with personal 
fears, hence the disclosure of positive HIV status to young people is often delayed 
(Biadgilign et al., 2011).  
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^ƚƵĚŝĞƐŚĂǀĞƌĞǀĞĂůĞĚƐĞǀĞƌĂůƌĞĂƐŽŶƐĨŽƌƉĂƌĞŶƚƐ ?ƐƚĂƚƵƐŶŽŶ-disclosure. For instance, 
in several studies, explaining about how the young person got infected, responding to 
questions concerning sexual activities as the prime mode of HIV transmission was the 
most difficult issue for most biological caregivers (Kirshenbaum and Nevid, 2002 , 
Armistead et al., 2001 , Ledlie, 1999 , Lee and Johann-Liang, 1999). This was mainly in 
situations where the young people were assumed to acquire the HIV perinatally and 
their parents acknowledged that HIV is transmitted sexually. In this regard, it is clear 
that parents voiced concerns about disclosing the positive HIV status to the infected 
young people. Some parents did not know when and how to disclose the status and 
expressed the desire to be helped by the health workers to disclose status to their 
children (Heeren et al., 2012 , Vaz et al., 2010 , Moodley et al., 2006 , Oberdorfer et al., 
2006 , Gerson et al., 2001). Caregivers believed that if the young people were made 
aware of the positive status early, they would be relieved of the tension between 
keeping the status a secret and openness about the status to avoid the likelihood of 
accidental disclosure. Another study reported that when the caregivers sensed that the 
young person had known their health problem or positive HIV status, it lessened the 
tension of disclosing the positive HIV status (Naeem-Sheik and GrayGlenda, 2005). 
Similarly, according to Murphy et al. (2001) ǇŽƵŶŐƉĞŽƉůĞ ?Ɛawareness of parental HIV 
status is linked to an increase in their psychosocial well-being including enhanced self-
worth hence positive coping.  
The limited research available on caregiving for young people infected with HIV reveals 
that the majority of female parents remain vulnerable to chronic poverty, so disclosing 
ƚŚĞ ǇŽƵŶŐ ƉĞŽƉůĞ ?Ɛ ,/s ƐƚĂƚƵƐ ĞǆƉŽƐĞƐ ƚŚĞŵ ƚŽ ƐŽĐŝĂůĞǆĐůƵƐŝŽŶ ƚŚĂƚ ƐƚĞŵƐ ĨƌŽŵ
structural inequalities and hegemonic gender norms hence loss of their social support 
(Evans, 2005). A study conducted in Tanzania with families affected by HIV and AIDS 
suggested that while different generations of women were affected by the burden of 
care, children especially girls and mothers demonstrated greater resilience and self-
dependence. They developed different survival strategies to mitigate the socio-
economic impacts of the HIV upon their family (Evans, 2005), especially after loss of 
productivity or the breadwinner in the household. However, these strategies posed 
risks to their health, psychological and social well-being.  
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2.4.1.2.2 Foster care 
Studies have shown that after the death of a breadwinner in the household or loss of 
productivity due to parental HIV related illness, drastic changes in the family structure 
and roles may lead to profound psychological impacts and lack of support structures 
especially for the young people (Evans and Becker, 2009, Hosegood et al., 2007). Young 
people in certain social situations are faced with food insecurity, withdrawal from 
school, loss of assets, having to find income. Young women in particular, who report 
feeling financially or emotionally unsupported by their caregivers in foster families have 
an increased likelihood to engage in sexual activities at a younger age (Youngblade et 
al., 2007) to secure financial and material support. In addition, they face unequal 
gender power relations leading to unwanted pregnancies (Kuo and Operario, 2009 , Van 
Blerk and Ansell, 2007). However, in sub-Saharan Africa, HIV affects women by 
significantly escalating the burden of care (Evans and Becker, 2009). In most societies in 
Africa, female relatives particularly grandmothers are regarded as traditional caregivers, 
expected to bear the psychosocial burdens of HIV infection and care for the young 
people, although they are often already experiencing extreme poverty and may not be 
able to afford the material and emotional needs of the young people (Van Blerk and 
Ansell, 2007). Most female caregivers have limited control over, or access to material 
and financial resources to enable them cope effectively with their caring responsibilities 
as rarely men share domestic responsibilities, care of the family and financial 
management with their partners (Kuo and Operario, 2009).  
The caregiving role is socially shaped by gender and women are mostly regarded as the 
usual caregivers (Global Coalition on Women and AIDS, 2005). It is often presumed that 
women especially mothers, grandmothers, wives, sisters and aunts should be carers for 
the sick including young people. Several studies in Africa have demonstrated that the 
elderly and young people, particularly girls and young women, are involved in caring for 
family members afflicted with AIDS, including younger siblings (Chimwaza and Watkins, 
2004 , Young and Ansell, 2003 , Steinberg et al., 2002). Significantly, a systematic review 
of studies on caregivers for HIV infected young people showed that caregiving duties 
involving elderly women are often associated with evident financial burdens and the 
likelihood of loss of social support networks (Kuo and Operario, 2009) thus weakening 
the family systems and power to make significant decisions. Normally elderly 
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grandparents expect to be cared for by their adult children in old age. However, since 
AIDS disproportionately affects the most productive and reproductive age group, 
grandparents find themselves in the role of caregiver for the orphaned young people, 
despite prospective threats to their own physical and psychological well-being. The 
triangulated results of a mixed-method study (interviews supplemented with a survey) 
in Malawi focusing on care offered and support received by caregivers from relations 
and significant others in the community discovered that caregiving was not regarded as 
a problem because the caregivers felt they were closely related to the patients 
(Chimwaza and Watkins, 2004). However, they described caregiving as physically and 
financially demanding as they encountered financial constraints and lack of income 
generating activities. Likewise, African families/homes where caring responsibility of 
young people infected with HIV/AIDS is adopted experience significant financial stress 
(Stover et al., 2007 , Howard et al., 2006 , Miller et al., 2006). Interestingly, a study 
conducted in Botswana has shown that in situations when the maternal grandmother 
was the new caregiver, the young people who had lost parents experienced greater 
stability despite the financial burdens to meet basic survival needs and the emotional 
distress (Daniel and Thamuku, 2007). But, when the caring responsibility over the young 
people was assumed by an aunt or uncle, there was an increased likelihood that the 
young people have to migrate (and adjust to living with new peers), making them 
vulnerable to physical and psychosocial abuse. It could be that young people were 
moved between households for support or to share caregiver burden or some families 
might not want to associate themselves with the infected young person for fear of their 
own social rejection. 
Stigma becomes more significant in caregiving of HIV infected young people particularly 
within foster care. Studies have stressed on how stigma can hinder ǇŽƵŶŐ ƉĞŽƉůĞ ?Ɛ
access to quality care and ŚĞĂůƚŚ ǁŽƌŬĞƌƐ ?provision of age-appropriate healthcare 
(Simbayi et al., 2007). While some young people may receive good care, others may 
encounter injustice and abuse in foster families (Biadgilign et al., 2011). Several studies 
show how young people in foster families may experience blatant neglect, being treated 
differently to the ĐĂƌĞŐŝǀĞƌ ?Ɛbiological children, or given a disproportionate amount of 
household chores, may have limited access to food or clothing and punished more 
harshly (Daniel and Thamuku, 2007, Deacon and Stephney, 2007 , Van Blerk and Ansell, 
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2007 , Madhavan, 2004). Contrary to biological caregivers, who find it difficult or delay 
HIV disclosure to their children, as they are anxious about their children learning about 
the stigmatised illness, studies show that the other caregivers tend to disclose the 
status to young people earlier than the biological caregivers (Mahloko and Madiba, 
2012 , Biadgilign et al., 2011 , Lesch et al., 2007 , Thorne et al., 2002). Nevertheless, the 
ĐĂƌĞŐŝǀĞƌƐ ?ƌĞĂĚŝŶĞƐƐĂďŽƵƚ,/sƐƚĂƚƵƐĚŝƐĐůŽƐƵƌĞƚŽǇŽƵŶŐƉĞŽƉůĞƐĞĞŵƐƚŽďĞĐĞŶƚƌĞĚ
on their emotional feelings and availability of social support networks within the 
context of the HIV related stigma and discrimination.  
There is a paucity of literature on formal support for caregivers (Punpanich et al., 2012). 
A qualitative study conducted in Namibia affirms that while informal support for 
caregivers is made available in the early phases of the sickness, if the sick person does 
not recover, help is less forthcoming and the main carer becomes increasingly isolated 
(Thomas, 2006). This was often associated with stigma and relatives suspicions about 
ƚŚĞŶĂƚƵƌĞŽĨƚŚĞƉĞƌƐŽŶ ?ƐŝůůŶĞƐƐ ?,ŽǁĞǀĞƌ ?ĂŶŽƚŚĞƌƐƚƵĚǇƌĞǀĞĂůĞĚƚŚĂƚƚŚĞƌĞŝƐĐůĞĂƌ
evidence that caregivers make every effort to provide the best care within their capacity 
but overtime this can create pressure on the family as the resources get depleted and  
also impact detrimentally on intra-household relations leading to ill-feeling and tensions 
between the caregiver and the infected young person (Lewis, 2001).  
It is evident in literature that the caregiving of young people infected with HIV creates 
enormous workloads, physical strains, increased social isolation, escalating caring 
burden particularly with limited financial and support resources. Overextended 
caregiving demands, challenges and diminishes ĐĂƌĞŐŝǀĞƌƐ ?ƉŚǇƐŝĐĂůƐƚĂŵŝŶĂ(Joslin and 
Harrison, 2000) and self-image as majority of them are challenged by effort to keep the 
status a secret in various social contexts. This signifies that the life challenges of 
caregivers concurrently impact negatively on young women. However, families are the 
most central social system influencing ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĞĨĨĞĐƚŝǀĞ ĐŽƉŝŶŐ ǁŝƚŚ ,/s
positive status and lasting behavioural change as well as protection and financial 
security (Bachanas et al., 2001). 
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2.4.2 Coping with perinatal HIV  
HIV infection like other chronic illnesses requires lifelong involvement with the health 
care services. However, coping with the chronic illness is beyond complying with 
medical instructions as it involves dealing with psychological and social issues of living 
with the illness (Gately et al., 2007). A growing body of literature on coping with chronic 
illness suggests that coping requires the active involvement of the young person. The 
young women should specifically be involved in making decisions affecting their health, 
solving the consequent problems and promoting their capabilities to share 
responsibilities for setting and achieving their goals, and creating healthcare plans with 
their health care professionals to achieve better outcomes (Creer et al., 2004 , 
Bodenheimer et al., 2002). Effective coping with physical, psychological and social 
aspects of the chronic illnesses such as diabetics, arthritis, cystic fibrosis, asthma and 
heart diseases is globally promoted for the affected (including the young people). This 
thesis does not allow for the full review of coping with all chronic conditions rather 
would focus on HIV infection. Although the medical prescriptive approach to coping 
mechanisms is extensive, a growing literature on coping with chronic illness reveals that 
the emphasis is on adherence to directions given by health care providers, ignoring the 
 ‘ƐĞůĨ ? ŝŶthe coping capabilities (Johnston et al., 2012 , Koch et al., 2004). The limited 
literature on coping with positive HIV status is no exception, as most recommendations 
in coping mechanisms encourage the infected individuals to adhere to prescriptive 
approach overlooking the cultural expectations (Miller, 2008). Thus, they are expected 
to comply with medical management instructions which may have little relevance to the 
contextual experiences of living with HIV on daily basis.  
The limited research that has described unique challenges, medical and psychosocial 
aspects of care for perinatally HIV infected youths have shown that a supportive 
environment is crucial for the youths to cope with their positive status (Hazra et al., 
2010) and to avoid risky sexual behaviours as they develop into adulthood (Spiegel and 
Futterman, 2009 , Storm et al., 2005). Social support is described as an important aspect 
of psychological adjustment for young people living with HIV. Studies on social and 
emotional well-being have shown that HIV infected young people who have close 
friends, supportive family or relations in dealing with their emotional and illness related 
challenges report fewer feelings of sadness and hopelessness (Kalichman et al., 2003 , 
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Leask et al., 1997 , Bor, 1996). Kalichman et al. (2003) assert that social support can 
buffer the stress associated with living with HIV and can promote a sense of 
psychological well-being. In addition, strong relationships with peers were also 
considered a source of happiness and sense of belonging. For instance, young people 
gained support when they disclosed their HIV status to close friends and their friends 
assisted in normalising their illness. Similarly, participating in support groups creates an 
environment for HIV-specific health promotion among young people, open dialogue 
about living positively with HIV and anticipating productive adult lives (Funck-Brentano 
et al., 2005). Several studies with young people have shown that peer support groups 
improve confidence, social support and uptake of health services hence widening young 
ƉĞŽƉůĞ ?ƐĂĐĐĞƐƐƚŽƐŽƵƌĐĞƐŽĨƌĞƋƵŝƌĞĚŝŶĨŽƌŵĂƚŝŽŶĂŶĚƐƵƉƉŽƌƚ (Hodgson et al., 2012 , 
Rydstrom et al., 2012 , Watt et al., 2010 , Naar-King et al., 2009). However, there is 
limited research on factors that can assist service providers to facilitate and establish 
good supportive environments for young people growing up with HIV to achieve 
optimum coping capabilities. 
Religious institutions have also been documented as playing supportive roles towards 
young people infected with HIV (Miller and Rubin, 2007 , Chimwaza and Watkins, 2004). 
For example, studies conducted in Sweden and South Africa showed that religion was 
discovered to be a source of support as church members addressed psychological and 
emotional needs of the infected and affected young people (Rydstrom et al., 2012 , 
Majumdar and Mazaleni, 2010). Simultaneously, the young people infected with HIV 
perceived that faith and belonging to a church was significant in coping with their HIV. 
They believed that being religious gave them an opportunity to pray and trust God for 
his divine intervention upon their difficult situations (Majumdar and Mazaleni, 2010). 
However, there is a paucity of literature on how this can be integrated in health service 
provision to promote positive coping with HIV status. In addition, further research is 
needed to understand interventions that uphold adoption of healthy coping strategies 
among young people, thus minimising negative coping with their HIV status particularly 
for young women.  
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2.5 Promoting adolescent sexual and reproductive health  
In Malawi, young people initiate sex as early as 12 years (Ministry of Health, 2009). 
According to 2010 Malawi Demographic and Health Survey, 14% of women aged 15 to 
24 years and 22 percent of men aged 15 to 24 years initiated sexual activity before the 
age of 15 years. 15% of young women from the rural setting have initiated sex by the 
age of 15 years versus 11% of urban young women. Seven percent of women aged 25-
49 had given birth to their first child by the age of 15 years, and 65% had become 
mothers by age of 20 years (Government of Malawi, 2010). Similarly, as long as HIV 
infected young women are asymptomatic and not physically challenged, they may wish 
to lead a normal sexual life such as dating, engaging in sexual relationships, marrying 
and bearing children like their HIV negative counterparts (Busza et al., 2013 , Obare and 
Van der Kwaak, 2010 , Birungi et al., 2009). This is supported by a study conducted in 
Uganda which revealed that the majority of perinatally infected adolescents aged 15-19 
felt that it was almost impossible to refrain from sex (Birungi et al., 2009 , Birungi et al., 
2008). As such, it is evident that most young people in Uganda, who acquire HIV 
perinatally are either sexually active or desire to become sexually active in the future 
(Birungi et al., 2009 , Bakeera-Kitaka et al., 2008). Nevertheless, studies documented 
that the majority of young people who are sexually active often do not adopt protective 
measures (Obare and Van der Kwaak, 2010 , Birungi et al., 2009 , Bell et al., 2007).  
2.5.1 Condom use in Malawi 
Condom use among young people in Malawi remains relatively low (Government of 
Malawi, 2010). Despite extensive efforts in promoting condom use, 98% of young 
people aged 15-19 have ever heard about a modern method of contraceptives and 20% 
have ever used the methods including condoms, yet 50% are sexually active and not 
married (Government of Malawi, 2010). This results in a challenge between having 
knowledge and the actual practice of condom use. However, there is significantly 
limited information on use of condoms amongst the young people in Malawi. The 
limited puďůŝƐŚĞĚ ǁŽƌŬ ĂǀĂŝůĂďůĞ ŽŶ ǇŽƵƚŚ ?Ɛ ĐŽŶĚŽŵ ƵƐĞ ŝŶ DĂůĂǁŝmostly relies on 
quantitative (survey) methodologies, and takes on a so-called knowledge-attitudes-
practices format which tends to be descriptive (Government of Malawi, 2010). In this 
context condoms are often considered as a supplementary contraceptive method not as 
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an overt focus, which makes it difficult to differentiate factors linked specifically to 
condom use or identify the underlying forces behind the practices.    
Challenges with accessing contraceptives (including condoms) are the major 
contributing factor to the high incidences in pregnancies among young women in 
Malawi (Government of Malawi, 2010). However, use of condoms has been a difficult 
subject for individuals, within marriages and at community level (Chimbiri, 2007) which 
confuses young people, thereby affecting efforts in HIV prevention strategies 
(Muheriwa et al., 2013). At community level, condom use is perceived as promoting 
immoral behaviours among young people. From individual and couple ?Ɛ ƉĞƌƐƉĞĐƚŝǀĞƐ, 
people consider the perceived social costs associated with condom use. These include 
adverse effects on the user, decreased sexual pleasure and beliefs that condoms 
increase health risks such as causing diseases that lead to AIDS (Namate and Kornfield, 
1997), cancer, sores, as well as possibility of tearing and sticking to the womb causing 
infertility or death (Tavory and Swidler, 2009 , Kaler, 2004). While others believe that 
condoms are thought to be part of the Western or government conspiracy to reduce 
population numbers (Tavory and Swidler, 2009 , Kaler, 2004) some believe that condom 
use is sin (McGeary, 2001). These misconceptions are reflected in the trends of condom 
use among young people. 
There is increased evidence that the frequent objection from men regarding condom 
use in Malawi is the decrease in sexual pleasure. Men believe that ƐĞǆƐŚŽƵůĚďĞ ‘skin to 
skin ?ďĞĐĂƵƐĞ ‘a sweet cannot be eaten ŝŶĂǁƌĂƉƉĞƌ ?(Tavory and Swidler, 2009 , Kaler, 
2004). Like in other parts of Africa, in Malawi, the most common metaphor for the 
ƐĞǆƵĂůƉůĞĂƐƵƌĞŝƐƚŚĂƚŽĨ ‘ƐǁĞĞƚŶĞƐƐ ? ?ĨŽƌ<ĞŶǇĂƐĞĞDilger (2003), for South Africa see 
Hunter (2002)). This metaphor refers to release of semen into the woman and the 
pleasure of the sexual act in general, which devalues use of condom and make it 
become more problematic. Thus, use of condoms in the Malawian context, is 
considered to completely eliminate sensuality by preventing both partners from 
ĞǆƉĞƌŝĞŶĐŝŶŐ ‘ƚŚĞƐǁĞĞƚ ? (Tavory and Swidler, 2009). For both men and women, release 
of semen is the height of sexual sweetness and contact of semen and vaginal fluids is 
believed to be the essence of sexual pleasure; as such use of condoms does not only 
diminishes sexual sensation but also removes its essential element. Several studies have 
ƌĞƉŽƌƚĞĚ ŵĞŶ ?Ɛ ƉƌĞĨĞƌĞŶĐĞ ĂŶĚ ǀĂůƵĞ ĨŽƌ ƚŝŐŚƚ ĂŶĚ ĚƌǇƐŬŝŶ ƚŽ ƐŬŝŶ ƐĞǆƵĂů ĐŽŶƚĂĐƚ ĂƐ
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facilitating sexual pleasure as compared to condom use (Muheriwa et al., 2013, 
Woodsong and Alleman, 2008). For instance, qualitative studies conducted among 
young people in Malawi and in Zambia has shown that there is a strong belief that 
condoms cause cancer, are not nice for they reduce sexual satisfaction and lead to 
permanent infertility (Mukuka and Nevo, 2006 , Hackney, 2002). These perceptions 
about condom use may thwart efforts of the service providers in promoting condom 
use as a preventive strategy against HIV transmission or other STIs and early child 
bearing among young women.  
In addition, gender-based violence and difficulties in negotiating condom use in sexual 
relationships leads to a context that creates lower than expected adoption of 
preventive measures including condom use (Government of Malawi, 2012). Power 
inequality in sexual relationships and fear of partner violence is pervasive at every level 
ŽĨ ƐŽĐŝĞƚǇ ĂŶĚ ƉĂƌĂůǇƐĞƐ ǁŽŵĞŶ ?Ɛ ĞĨĨŽƌƚƐ ŝŶ ďĂƌŐĂŝŶŝŶŐĐŽŶĚŽŵ use (Jewkes, 2010). 
tŽŵĞŶ ?Ɛlow socio-economic status and limited power often escalates their reliance on 
men for support leading to coerced sexual activities which are often unprotected, 
naturally promotes early sexual debut (UNAIDS, 2001), sometimes at an early age with 
older men giving them position of power on sexual issues including decisions on 
condom use. Thus, power inequalities between older men and younger women might 
also affect decisions on frequency of sex and condom use (Luke, 2005). This male-
dominated character of societies in Malawi demands new and innovative approaches 
that empower young women financially and socially (Oguntibeju et al., 2009). However, 
the approaches need proper consideration for their acceptability and potential for 
seamless incorporation into Malawian culture and national HIV programmes that 
consider HIV infected young women. 
While parents/adults often disapprove of single parenthood in Malawi, efforts to ensure 
financial and social security exposes perinatally HIV infected young women to unsafe 
sexual practices (Evans and Becker, 2009 , Hosegood et al., 2007) which can lead to 
early child bearing. In a sexual relationship in which the young woman is financially and 
socially dependent on the partner, Ă ǇŽƵŶŐ ǁŽŵĂŶ ?Ɛcapability to negotiate for safer 
sex or to quit the high-risk sexual relationship is limited (Masanjala, 2007). Evidence 
from Malawi suggests that for most women on the margin of impoverishment coupled 
with unequal social relations and access to productive resources has limited their 
53 
 
capacity to adopt sustainable coping strategies (Bryceson and Fonseca, 2005). Instead 
their low status has created situations in which sex (often unprotected) for financial 
gains has become the normal means of survival and coping to secure support for 
themselves or the younger siblings. Simultaneously, in Malawi the importance of having 
children is expressed to females from a very young age, with subtle and other pressure 
exerted by the family, partners and the community (Stewarts et al., 1998). This means 
that young women may experience familial and social pressure on reproductive health 
issues, which may be challenging for those with perinatally-acquired HIV as they have to 
meet societal expectations against parental and medical restrictions associated with 
positive HIV status. This needs to be explored further to develop appropriate SRH 
interventions. While young women prioritise survival as compared to physical well-
being, health systems need to reinforce condom use as the most effective strategies to 
avoid other sexually transmitted infections and HIV secondary transmission hence 
promoting optimal SRH outcomes. 
2.5.2 Sexual and Reproductive Health (SRH) services  
Out-of-wedlock and non-marital childbearing is greatly disapproved of by Malawian 
society (Munthali et al., 2006) and further predisposes these female young women to 
poor health seeking behaviours and SRH outcomes as compared to their male 
counterparts. Since culturally young women in Malawi are taught to abstain from sex 
until they are married (Tavory and Swidler, 2009, Masanjala, 2007), research shows that 
it becomes a challenge for the majority of them to access contraceptives offered by 
adults as they might not want to be seen as not conforming to cultural and social norms 
(Munthali et al., 2006). Furthermore, empirical data on HIV management of perinatally 
HIV infected adolescents in Malawi reveals that apart from HIV teen clubs there are no 
specific SRH services targeted at individual SRH needs as they grow up into adulthood. 
In line with service provision, the literature reflects that health professionals encounter 
challenges in addressing their distinctive needs especially SRH needs (Ross and Cataldo, 
2010, WHO and UNICEF, 2008). This could be attributed to service providers being ill-
equipped to discuss sexual issues with young people or that HIV management services 
being traditionally conceptualized into two distinct groups namely paediatric and adult 
care (UNFPA, 2007). This means that young people who no longer fit under paediatric 
services and who feel uncomfortable with adult service
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their unique needs (Ross and Cataldo, 2010 , WHO and UNICEF, 2008). While challenges 
on discussing sexual issues with young people are well documented elsewhere (Bastien 
et al., 2011 , Close, 2010 , Diop and Diagne, 2008 , Phetla et al., 2008 , Mbugua, 2007), 
similarly in Malawi premarital sex and parent-child discussion on sexual issues is 
culturally forbidden for the fear of influencing young people to initiate sex too early or 
because sexual discussions are customarily held in secret within families (Wittenberg et 
al., 2007 , Munthali et al., 2004). Possibly the assumption made is that perinatally HIV 
infected adolescents are not and should not be sexually active despite their sexual 
needs. This issue needs more exploration. Health professionals might be conforming to 
cultural norms of not talking directly about sexual issues with young people by 
providing understated warnings about the possible adverse outcomes of sex rather than 
practical SRH education, advice and support (Munthali et al., 2006).  
This is supported by findings of a survey conducted in Uganda, which revealed that 
counselling for HIV positive young women and men aged 15 to 19 years concentrated 
entirely on abstaining from sex despite the 33% of 732 adolescents were sexually active 
and 86% of those who had not yet initiated sex desired to do so in the future (Rujumba 
et al., 2010). Similarly, in other qualitative studies in Africa, service providers emphasise 
on abstaining from sexual activities (Busza et al., 2013 , Birungi et al., 2009), while the 
young people desire otherwise. However, the number of teenage pregnancies among 
perinatally HIV infected young women is a signal that service providers in most 
countries still face challenges in their HIV and AIDS management and the efforts on 
prevention as the patterns are indicative of poor preventive practices (Obare and Van 
der Kwaak, 2010 , Birungi et al., 2009). For instance, the survey that was conducted in 
Uganda revealed that 41% of the sexually active HIV positive young women had ever 
been pregnant (Birungi et al., 2008). The AIDS Support Organisation (TASO) by 2006 had 
cumulatively recorded 184, the Paediatric Infectious Disease Clinic (PIDC) had nine and 
Mildmay Centre had seven pregnancies among perinatally HIV infected young women 
accessing HIV treatment, care and support. In addition, 87% of the young women 
strongly desired to have offspring in the future, which made the researchers suspect 
that possibly the young women succumbed to familial and societal pressure to have 
offsprings early in anticipation of their untimely death (Birungi et al., 2007). Empirical 
data in HIV management centres in Malawi have similar experiences of teenage 
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pregnancies among perinatally HIV infected adolescents. This clearly indicates that 
living with HIV does not considerably ŝŶĨůƵĞŶĐĞǇŽƵŶŐǁŽŵĞŶ ?Ɛ attitudes towards sex 
and child bearing, hence they indulge in risky sexual practices like their HIV negative 
counterparts.  
There is now growing evidence that service providers and counsellors advise perinatally 
infected young people to refrain from sexual activities (Busza et al., 2013 , AIDS Support 
Organization (TASO) and Population Council, 2007 , Birungi et al., 2007). For instance, a 
qualitative study in Tanzania about perinatally HIV infected adolescents aged 15-19 
revealed that service providers found it challenging to reconcile young people ?Ɛ
sexuality with their positive HIV status (Busza et al., 2013). While some caregivers felt 
adolescents were too young for sexual information or should simply postpone sex, 
others perceived that sex was not acceptable for the HIV infected young people. 
However in this study, both caregivers and healthcare providers demonstrated 
judgemental attitudes towards sex in young people with HIV. They perceived that early 
sexual activity was generally disapproved (Busza et al., 2013). However, they also 
emphasised that HIV infected young people needed to safeguard their health as they 
could specifically be susceptible to health risks. These contradictory messages could 
ĐŽŶƚƌŝďƵƚĞ ƚŽ ĂĚŽůĞƐĐĞŶƚƐ ? ƌĞďĞůůŝŽƵƐ ďĞŚĂǀŝŽƵƌƐ ?Conversely, a qualitative study 
conducted in Uganda revealed that young people expressed stronger preference in 
relation to discussing sexual issues with service providers than their caregivers (Birungi 
et al., 2008). On the other hand, many HIV infected young people are reluctant to share 
the intimate issues affecting their lives with service providers/counsellors or even 
caregivers/parents, whom they perceive have judgemental attitudes towards their 
sexual behaviours and routinely advise them to avoid sexual relationships (Birungi et al., 
2007). This clearly indicates that young people need to be recognised as sexual beings 
requiring developmentally-appropriate SRH services and open discussions with service 
providers and caregivers to promote their optimal sexual health outcomes. Several 
studies in sub-Saharan Africa have revealed similar challenges encountered by service 
providers in managing SRH in perinatally HIV infected adolescents and recommend 
establishment of developmentally appropriate sexual and reproductive health services 
empowering young women with risk reduction strategies thus preventing HIV 
secondary transmission and early child bearing as some of the strategies to meet their 
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specific needs (Obare et al., 2011 , SAT, 2011 , Bakeera-Kitaka et al., 2008 , Birungi et al., 
2008). 
A survey of 606 HIV positive young people aged 15-19 years in Kenya sums up the 
challenges encountered by perinatally HIV infected young people as being vulnerable on 
account of several factors including their young age coupled with living with a chronic 
and stigmatised illness, many losing a parent/s, majority especially young women are 
out of school and only 50 percent belonged to any psychosocial support group (Obare 
and Van der Kwaak, 2010). While these challenges are critical and complex for 
perinatally HIV infected female adolescents, they are often cared for in paediatric 
oriented services where their SRH needs may not be regularly addressed and they may 
rarely access SRH services, hence being inadequately prepared for satisfying their sexual 
lives and risk reduction strategies like disclosure of status to potential and existing 
sexual partners, negotiating for safer sex and productive adult life (Busza et al., 2013 , 
UNICEF, 2008 , Birungi et al., 2007). While the existing HIV management and support 
strategies seem to inadequately address the sexual and reproductive needs of this 
rapidly growing population of young people, there is no research that has demonstrated 
how the young women with perinatally infected HIV navigate this complex psychosocial, 
cultural and sexual trajectory as they are growing up to adulthood in order to identify 
appropriate and realistic SRH strategies. 
2.6 Conclusion 
In summary, adolescence is a key phase of human development during which young 
people move towards independent life, develop decision making skills, become involved 
in identity formation and confront challenges in relation to sexual behaviour. In Malawi, 
the construction of masculine and feminine sexuality and the whole process of 
socialization are rooted in cultural and social norms and values that reinforce the 
subordination of women in sexual relationships. This gives men position of power in 
ƐĞǆƵĂů ŝƐƐƵĞƐ ǁŚŝůĞ ůŝŵŝƚŝŶŐǁŽŵĞŶ ?ƐĂƵƚŽŶŽŵǇĂŶĚĚĞĐŝƐŝŽŶŵĂŬŝŶŐƉŽǁĞƌ ?This may 
become more complicated for young people who acquire HIV perinatally (particularly 
young women) as they experience disproportionate rates of social isolation, financial 
constraints, sexual and physical abuse (Ferguson, 2010, Thorne et al., 2002). Existing 
social norms and values may significantly affect their sexual choices and health seeking 
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behaviours, hence rendering them vulnerable to particular health risks. Although there 
is a growing body of knowledge about medical, sexual and reproductive health (SRH) 
among young people with perinatally acquired HIV, all previous studies have focused on 
mixed gender samples (Busza et al., 2013, Li et al., 2010, Obare and Van der Kwaak, 
2010, Birungi et al., 2009). There is no study that has specifically looked at young 
women. The previous studies have shown that young people with perinatally acquired 
HIV engage in sexual activities and are bearing children like their HIV negative 
counterparts. It is evident that vulnerability to health risks among this group is more 
conspicuous in young women than their male counterparts (Rydstrom et al. 2012, 
Poulin, 2007). However, there is relatively less attention given to understanding of 
other aspects of their lives as they grow up with HIV. There is a gap in our current 
understanding of the gender dynamics underlying perinatally infected ǇŽƵŶŐǁŽŵĞŶ ?Ɛ
experiences and challenges. 
The literature further suggests that young women affected by HIV may be particularly 
vulnerable to social problems or sexual abuse leading to unwanted pregnancies and 
infections with other sexually transmitted diseases (National Youth Council of Malawi 
and UNFPA, 2010, UNFPA, 2007). Despite the ǇŽƵŶŐǁŽŵĞŶ ?Ɛ increased vulnerability, 
little attention is given to this group to address their distinctive needs (including their 
sexual well-being) resulting in poor SRH outcomes (WHO, 2008 , Family Health 
International, 2005). Additionally, there is limited research on how young women 
engage with SRH services and it is unclear whether HIV services meet the varying needs 
of this group as they grow up into adulthood. As such, the current study focuses on 
young women rather than both genders in order to understand their lives better and 
improve and/or develop services that will holistically meet their multiple needs and 
mitigate their challenges.  
Furthermore, there are several methodological weaknesses in the current body of 
ĞǀŝĚĞŶĐĞ ƚŚĂƚ ůĞĂĚƐ ƚŽ ůŝŵŝƚĂƚŝŽŶƐ ŝŶ ŽƵƌ ĐƵƌƌĞŶƚ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ǇŽƵŶŐ ƉĞŽƉůĞ ?Ɛ
experiences. Previous work has drawn on mixed gender samples, preventing a more in-
depth focus on issues specific to particular sub-groups. Whilst it has been positive to 
ĞǆĂŵŝŶĞǇŽƵŶŐƉĞŽƉůĞ ?Ɛexperiences from their own perspective, given that their lives 
are so strongly shaped by their family situation and health service access, it is important 
to understand how their experiences are shaped by hearing from all  those involved in 
58 
 
their care. Otherwise, prior researchers got one-sided view and yet adolescents ? 
experience with perinatally acquired HIV is known to be a complex situation. In 
addition, prior studies have sought to understand the problems encountered by 
caregivers ŝŶ ƚŚĞŝƌŽǁŶƚĞƌŵƐ ? ƌĂƚŚĞƌƚŚĂŶĞǆƉůŽƌŝŶŐ ƚŚĞĂĚŽůĞƐĐĞŶƚ ?ƐĞǆƉĞƌŝĞŶĐĞƐĂŶĚ
perceived issuĞƐ ĨƌŽŵ ƚŚĞ ĐĂƌĞŐŝǀĞƌ ?Ɛ ĂŶĚ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ?Ɛ ƉĞƌƐƉĞĐƚŝǀĞƐ. Hence, the 
current study involved caregivers and service providers as key actors in provision of 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĐĂƌĞ ŝŶ ŽƌĚĞƌ ƚŽ ƵŶĚĞƌƐƚĂŶĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉƐǇĐŚŽƐŽĐŝĂů ĂŶĚ ƐĞǆƵĂů
experiences from a broader and holistic perspective. Chapter Three describes the 
research design, methodology and the methods of data collection that addressed the 
aim and objectives of the current study. 
2.7 Research aim and objectives 
2.7.1 Research aim 
The main aim of this study was to determine the meaning of the experience of growing 
up with the perinatally acquired HIV specifically for young women aged 15-19 in the 
Malawian context. The ƐƚƵĚǇĂŝŵĞĚƚŽĞǆƉůŽƌĞƚŚĞĐŽŵƉůĞǆŝƚŝĞƐŽĨǇŽƵŶŐǁŽŵĞŶ ?ƐůŝǀĞƐ
in order to understand health outcomes within the wider social, cultural and structural 
context that shaped their experiences and options fƌŽŵƚŚĞŝƌŽǁŶ ?ƚŚĞŝƌĐĂƌĞŐŝǀĞƌƐ ?ĂŶĚ
ƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?ƉĞƌƐƉĞĐƚŝǀĞƐ ?
2.7.2 Research objectives 
Research objectives for this study were broadly formulated into two areas: 
To explore the experiences of growing up with perinatally acquired HIV for the young 
women  
 To examine the psychosocial experiences of growing up with HIV 
 To identify the sexual and reproductive experiences of the young women as they 
are developing into womanhood. 
 To determine the structural factors, perceptions, values and aspirations 
influencing the young women ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ as they grow up with HIV to 
adulthood. 
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To explore the health, sex and relationship challenges for young women growing up 
with perinatally acquired HIV and the impact of the current HIV related and SRH 
services. 
 To identify the psychosocial and SRH challenges of the young women as they are 
growing up to adulthood. 
 To identify the issues and challenges encountered by caregivers as they look 
after the young women growing up with HIV. 
 To identify the issues and challenges encountered by service providers as they 
provide health care to the young women growing up with HIV. 
 To assess the impact of the existing health services on the needs of the young 
women as they grow up to adulthood. 
 To identify the most important and realistic strategies in meeting needs of 
perinatally HIV infected young women as they grow up to adulthood in Malawi.  
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CHAPTER THREE 
RESEARCH METHODOLOGY AND METHODS 
 
µ«WKHFRQVHTXHQFHVRISRZHUOHVVQHVVWKDWHQVXHVZLOOKDYHDQLPSDFW
upon their capacity to find words to talk about their experiences and 
therefore upon their own sense of LGHQWLW\¶+RJJHWW 
3.1 Introduction 
This chapter describes the research strategy that was utilised to explore the life 
experiences and needs of young women growing up with HIV. The chapter is divided 
into six sections. Firstly, the research design is outlined in order to familiarise the reader 
with the nature of the research, then the philosophical position that informed the 
research design is discussed. This section also describes the methodological approach. 
Secondly, the access and the recruitment process and sampling procedure undertaken 
are outlined. Thirdly, the procedure and methods of data collection are described and 
include: familiarisation phase, individual in-ĚĞƉƚŚŝŶƚĞƌǀŝĞǁƐĂŶĚƵƐĞŽĨ ‘ŵǇƐƚŽƌǇ ?ďŽŽŬ
to facilitate interviews with young women. Fourthly, data management and methods of 
data analysis are described to demonstrate how data was constructed and interpreted. 
Fifthly, the relevant ethical considerations are outlined.  Finally, the chapter concludes 
with sections on strategies used to enhance worthiness of the methodological approach 
and reflections on the research process. 
3.2 Study design  
3.2.1 Qualitative case study approach 
The study adopted a qualitative case study approach to explore the young women ?Ɛ 
experiences of growing up with HIV. 
 “YƵĂůŝƚĂƚŝǀĞ ĐĂƐĞ ƐƚƵĚǇ ŝƐ ŚŝŐŚůǇ ƉĞƌƐŽŶĂů ƌĞƐĞĂƌĐŚ ? WĞƌƐŽŶƐ ĂƌĞ ƐƚƵĚŝĞĚ ŝŶ
ĚĞƉƚŚ Q Q Q Q ? ? dŚĞ ƋƵĂůŝƚǇ ĂŶĚ ƵƚŝůŝƚǇ ŽĨ ƚŚĞ ƌĞƐĞĂƌch is not based on its 
reproducibility but on whether or not the meanings generated, by the 
ƌĞƐĞĂƌĐŚĞƌŽƌƚŚĞƌĞĂĚĞƌ ?ĂƌĞǀĂůƵĞĚ ? ? 
                                                                                 (Stake, 1995:135)  
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This section therefore discusses qualitative approach and use of case studies in 
qualitative research. 
3.2.1.1 Qualitative approach 
For the purpose of this thesis, research is delineated as a form of inquiry that is 
systematic as it is carried out following basic principles and procedures that ask 
questions about social realities encountered, known about or participated in by the 
researcher in a variety of ways (Freeman, 1998). dŚĞƚĞƌŵ ‘ƋƵĂůŝƚĂƚŝǀĞ ? ŝƐĚĞƐĐƌŝďĞĚĂƐ
an approach that seeks to understand the ways in which young women make sense of 
their social world including their experiences that take into account the contexts in 
which the women live. This includes their actions, thoughts, feelings, relationships and 
unique perspectives (Merriam, 1998 ). This research sets out to describe, understand 
and explain the study ƉŚĞŶŽŵĞŶŽŶǁŚŝĐŚŝƐ ‘experiences and ŶĞĞĚƐŽĨůŝǀŝŶŐǁŝƚŚ,/s ?
and also aims to interpret meanings, patterns and inconsistencies in the young women ?Ɛ
lives (Britten et al., 1995 , Elder and Miller, 1995). The strength of qualitative research 
lies in researching human beings in their usual social environment (Gantley et al., 1999). 
Bryman asserts that fundamental to the qualitative research approach is the concept of 
 “ǀŝĞǁŝŶŐ ĞǀĞŶƚƐ ĂŶĚ ƚŚĞ ƐŽĐŝĂů ǁŽƌůĚ ƚŚƌŽƵŐŚ ƚŚĞ ĞǇĞƐ ŽĨ ƚŚĞ ƉĞŽƉůĞ ƚŚĂƚ ĂƌĞ
ƌĞƐĞĂƌĐŚĞĚ ? (Bryman, 2008:385). Bowling (2009) concludes that the hallmarks of 
qualitative inquiry include collection of in-ĚĞƉƚŚ ĚĂƚĂ ? ĞŵƉŚĂƐŝƐ ŽŶ ƉĂƌƚŝĐŝƉĂŶƚƐ ?
worldviews and the move from description to explanation. However, social researchers 
argue that in order to understand human behaviour reference is made to the meanings 
and purposes attached to activities (Bowling, 2009 , Bryman, 2008 , Murphy et al., 1998) 
hence qualitative research is acknowledged for providing such rich insight into human 
behaviour (Guba and Lincoln, 1994). Therefore, a qualitative research approach was 
chosen for this study as it was deemed the best method of enabling young women to 
express their own views about issues they consider to be important and which affect 
their lives. This hence provided a rich in-depth understanding of a social phenomenon 
understudy in a natural setting.  
Qualitative research helps to  “ƉƌŽďĞ ŝŶƚŽ ƚŚĞ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ƚŚŽƵŐŚƚ ƉƌŽĐĞƐƐĞƐ ƚŽ ĞůŝĐŝƚ
reasons for and gain an understanding of each response. /ƚĂĚĚƌĞƐƐĞƐ  ‘ǁŚĂƚ ? ?   ‘ŚŽǁ ? ?
 ‘ǁŚǇ ? ? ĂŶĚ  ‘ǁŚǇ ŶŽƚ ? ? ƌĂƚŚĞƌ ƚŚĂŶ  ‘ŚŽǁ ŵĂŶǇ ? ? Žƌ ŚŽǁ ĨƌĞƋƵĞŶƚůǇ ? ? (Gantley et al., 
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1999:7). These key characteristics of qualitative research made it the methodology of 
choice for the current study and helped explore the questions,  
 What does growing up with HIV mean to young women?  
 What are the issues that impact upon their lives as young women?  
 How and why do the existing social, cultural and structural systems impact on 
their lives as they grow up with HIV?  
Bowling suggests that qualitative methods have an advantage over quantitative 
methods in situations where maximum opportunity to pursue an exploratory approach 
is desired and when the issues are sensitive or complex (Bowling, 2009). A qualitative 
approach was selected for its ability to explore such issues in-depth to allow the young 
women to express their complex, sensitive and personal experiences of growing up with 
perinatal HIV (Wainwright and Forbes, 2000). In order to understand the complexity of 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐand needs as they grow up with HIV, case studies were 
used to build a comprehensive picture of the life experiences and needs of young 
women and to produce in-depth explanations from different perspectives as illustrated 
in section 3.2.1.2.  
3.2.1.2 Use of case studies in qualitative research 
Case studies are an approach to research that enables exploration of a phenomenon 
utilising a variety of data sources to gain differing perspectives (Kendall et al., 2009) in 
order to create a contextual understanding. This ensures that the phenomenon which is 
 ‘experiences and needs of ůŝǀŝŶŐǁŝƚŚ,/s ?in this study was explored through a variety 
of lenses which enabled understanding of multiple facets of the phenomenon. Only 
when research is performed in context, where all the different factors affecting the lives 
of these young women are explored simultaneously is it possible to identify the most 
important and realistic strategies to meet their needs as they grow up with HIV. The 
case studies used were designed to pursue a linkage of key individuals involved in the 
ǇŽƵŶŐ ǁŽŵĂŶ ?Ɛ ĐĂƌĞ ƉƌŽǀŝƐŝŽŶ. This ensured that multiple sources of data could be 
obtained in order to achieve in-depth data for each  ‘case ?. Particular emphasis was 
placed on the interactions of young women with their caregivers and healthcare 
providers. In this context, case studies allowed the researcher to consider the voice and 
perspectives of the young women including the pertinent groups of actors in their social 
worlds and the interactions between them. This provided an in-depth understanding of 
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the illness trajectory of the young women along with their life experiences and needs of 
growing up with HIV in different contexts.  
Stake (1995, 2005) describes the three kinds of case study which include intrinsic, 
instrumental and collective/multiple case studies. With intrinsic studies, the researcher 
has an interest in a particular case in order to gain a better understanding of that case 
and not building a theory. Instrumental case study uses the case to understand a 
broader issue, thus the case is of secondary interest in understanding something else. 
The multiple case study approach extends this idea to several cases to facilitate the 
ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ƵŶĚĞƌƐƚĂŶĚŝŶŐŽĨ ƚŚĞ ƉŚĞŶŽŵĞŶŽŶ(Stake, 2005).  For the current study, 
the researcher sought to understand the experiences and needs of young women as 
they grow up with HIV and as such, the multiple case approach was considered 
preferable particularly because this enabled exploration of a wide-range of different 
situations (Creswell, 2007). Similarly, multiple cases could allow within and cross-case 
analysis, comparison and investigation of growing up with HIV in diverse settings (Stake, 
1995). 
This study adopted embedded multiple-case study methodology as described by Yin 
(2009). The embedded multiple case study refers to  ‘cases containing more than one 
unit of analysis
10 ?(Yin, 2009:57). In this study, individual case included a perinatally HIV 
infected adolescent, her primary caregiver and a chosen service provider. The benefits 
of embedded case design include illuminating ƚŚĞ ĐĂƐĞ ƚŚƌŽƵŐŚ ĂŶĂůǇƐŝƐ  “ǁŝƚŚŝŶ ƚŚĞ
subunits separately (within case analysis), between the different subunits (between 
case analysis) and  across all of the sub-units (cross-ĐĂƐĞ ĂŶĂůǇƐŝƐ ) ?(Baxter and Jack, 
2008:550). It further facilitated holistic and in-depth understanding of the issues 
impacting on perinatally HIV infected adolescents, the situation and its meaning for 
individual uniqueness and complexity within a real-life context (Gosling et al., 2004, 
Tellis, 1997). This study comprised of fourteen (14) cases. Central to the case was a 
perinatally HIV infected female adolescent as the main  ‘unit ? with her caregiver and the 
service provider as  ‘sub-units ? making up an individual case. Figure 1 illustrates a typical 
case in this study. 
 
                                                     
10
 ^ĞĞ&ŝŐƵƌĞ ?ĨŽƌ ‘ƵŶŝƚŽĨĂŶĂůǇƐŝƐ ?ŝŶĂĚŽƉƚĞĚĐĂƐĞƐƚƵĚǇŵĞƚŚŽĚ ? 
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Figure 1  The individual case 
   
 
 
 
                                                                
The primary caregiver was typically a relative of the adolescent, such as an aunt (usually 
a sister to the ĂĚŽůĞƐĐĞŶƚƐ ? ĚĞĐĞĂƐĞĚ ŵŽƚŚĞƌ ) ? ďŝŽůŽŐŝĐĂů ƉĂƌĞŶƚ ?Ɛ (mother/father), 
older sibling (a sister), a husband or an uncle (a brother to the deceased father). The 
service provider chosen was typically a registered or an enrolled nurse, a clinical officer, 
a counsellor or a paediatrician, who had been in constant contact with the adolescent 
for the minimum of six months. The caregivers and the service providers that 
participated in this study were specifically chosen by the adolescents to make up a 
complete case. Involvement of yŽƵŶŐǁŽŵĞŶŝŶƚŚĞĐŚŽŝĐĞŽĨŽƚŚĞƌƉĂƌƚŝĐŝƉĂŶƚƐĂƐ ‘ƐƵď-
ƵŶŝƚƐ ?ĚĞŵŽŶƐƚƌĂƚĞĚĐŽŵŵŝƚŵĞŶƚƚŽƌĞůŝŶƋƵŝƐŚŝŶŐƚŚĞƌĞƐĞĂƌĐŚĞƌ ?Ɛpower and enabling 
young women to determine whose voice and whose version of their story they wanted 
to be heard.  
In conclusion, a qualitative case study design has the potential to produce highly 
sensitive and detailed accounts of individual and multiple cases from different 
perspectives (Hammersley, 1992). However, the design may be criticised for lack of 
objectivity, therefore the next section discusses the philosophical standpoints that 
informed the research design hence reinforcing the understanding of the chosen 
approach in this study. The two contrasting philosophical approaches to health service 
research: positivist and interpretive (Bowling, 2009) are discussed in the next section. 
3.3 Methodology: Understanding the approach 
3.3.1 Positivism and interpretivism 
WŽƐŝƚŝǀŝƐƚƐ ? ĂŶĚ ŝŶƚĞƌƉƌĞƚŝǀŝƐƚƐ ? ĂƉƉƌŽĂĐŚĞƐare based on different epistemologies and 
different philosophical positions regarding types of knowledge that are possible and 
claims about how what is assumed to exist can be known (Benton and Craib, 2001). The 
Chosen 
service 
provider  
Primary 
caregiver Female 
adolescent 
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positivists assume that there is an objective reality, which can be measured and studied 
predominantly through research. Throughout early health research, positivism has been 
the dominant approach underpinning medical and scientific achievements (Benton and 
Craib, 2001). However, positivists place less value on the role of participant subjectivity 
or social factors (Pope and Mays, 2006). Pope and Mays (2006) argue that health service 
research can also benefit from the knowledge engendered through interpretive 
approaches. Interpretivists hold differing epistemological assumptions to positivists as 
they believe that study of a social phenomena requires an understanding of the social 
world and how participants construct meaning attached to it (Benton and Craib, 2001).   
While epistemiological perspectives are concerned with the way human beings 
comprehend knowledge about what is perceived to exist or what can be known (Benton 
and Craib, 2001), ontological perspectives are concerned with the nature of what exists 
and the experience of being (Benton and Craib, 2001). The current study is shaped by a 
realist ontological perspective which acknowledges that the world is real. This signifies 
that the world exists independent of the conceptions that human beings have about it 
(Archer, 2003). The world does not need empirical evidence to prove its existence. But 
ŚƵŵĂŶ ďĞŝŶŐƐ ? ƌĞƉƌĞƐĞŶƚĂƚŝŽŶƐ ŽĨ ƚŚĂƚ ǁŽƌůĚ ĂƌĞ ƚŚĞ ĐŽŶƐƚƌƵĐƚŝŽŶƐ ǁŚŝĐŚ ƚŚĞǇ ĐƌĞĂƚĞ
and apply in attempt to relate to it and manipulate it through knowledge and acts. For 
example, HIV is real for a young woman but how the society or people understand and 
treat them is socially constructed. Archer (2000:2) argues ƚŚĂƚ  “being is not 
anthropocentrically reduced to knowing but rather human beings have real powers of 
acting  W agenĐǇ ?. This implies that human beings are agentic subjects  W reflective and 
decision making individuals. In this context, the current study regarded young women 
perinatally infected with HIV as having agency i.e. the ability to speak about their social 
realities from different perspectives and capable of constructing meaning of their 
complex social worlds that involved other social actors. However, it was acknowledged 
that both individual and collective agency is always influenced by contextual factors 
which include gender and socio-economic status (Clegg, 2006). Thus, recognising that to 
some extent the social contexts shape the human beings (Elder-Vass, 2012). The section 
below discusses how this qualitative case study design was guided by critical realist and 
feminist perspectives.   
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3.3.1.1 Critical realist perspectives  
Critical realist ontology assumes that there is a real world which is socially constructed, 
but critical realists would argue that ideologies construe than deterministically 
construct the world (Easton, 2010). Thus, critical realism acknowledges that: 
 “ƐŽĐŝĂů ƉŚĞŶŽŵĞŶĂ ĂƌĞ ŝŶƚƌŝŶƐŝĐĂůůǇ ŵĞĂŶŝŶŐĨƵů ĂŶĚ ŚĞŶĐĞ ƚŚĂƚ ŵĞĂŶŝŶŐ ŝƐ
ŶŽƚŽŶůǇĞǆƚĞƌŶĂůůǇĚĞƐĐƌŝƉƚŝǀĞŽĨƚŚĞŵďƵƚĐŽŶƐƚŝƚƵƚŝǀĞŽĨƚŚĞŵ Q Q ? ?ŵĞĂŶŝŶŐ
has to be understood, it cannot be measured or counted and hence there is 
always an interpretive or hermeneƵƚŝĐ ĞůĞŵĞŶƚ ŝŶ ƐŽĐŝĂů ƐĐŝĞŶĐĞ ?(Sayer, 
2000:17). 
In this context, the understanding of young woŵĞŶ ?Ɛ experiences and their distinctive 
needs are shaped by a number of factors. These include the social settings inhabited by 
the researcher, the adolescents, the caregivers and service providers, their mode of 
interaction, prior experiences and the way all understood the expectations of the 
research relationship (Freeman and Mathison, 2009). Though each human being 
understands and interprets an event in an individual way, there is a likelihood that they 
will also integrate shared understandings held by members of social group to which that 
individual belongs such as peers, family, caregivers or service providers. This enables an 
ŝŶĚŝǀŝĚƵĂůƚŽĚƌĂǁŽŶƐŚĂƌĞĚŵĞĂŶŝŶŐƐŽĨƚŚĞƉŚĞŶŽŵĞŶŽŶ ‘ŶĞĞĚƐĂŶĚĞǆƉĞƌŝĞŶĐĞƐŽĨ
ůŝǀŝŶŐ ǁŝƚŚ ,/s ? ? ,ŽǁĞǀĞƌ ?critical realists argue ƚŚĂƚ  “ŝŶ ďŽƚŚ ĞǀĞƌǇĚĂǇ ůŝĨĞ ĂŶĚ ƐŽĐŝĂů
science, individuals frequently explain things by reference to cĂƵƐĂů ƉŽǁĞƌƐ ?(Sayer, 
2000:14).  
In critical realist ontology, phenomena are considered as stratified in the sense that it is 
always possible at least in principle to study deeper level structures and mechanisms of 
a phenomenon which in turn explains their more superficial actions (Sayer, 2000). 
Bhaskar, in his pioneering work, stratified the ontology of critical realism in order to 
differentiate the levels of social reality (Easton, 2010). The levels include the actual, the 
empirical and the real incorporating events, mechanisms and experiences respectively. 
Each of these levels relates to the embodiment of a difference between surface 
appearances and depth reality, necessitating expansion of the data beyond a descriptive 
account to one where the researcher offers her own explanation of the data. Easton 
describes the domains as follows:  ‘the actual domain is the level at which events occur 
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and focuses on what is visible. However, the events may be understood rather 
differently by observers or may be not observed at all. The empirical domain is that part 
of the actual domain which is experienced or observed through the fallible faculties of 
senses and interpretation, and is the part that is recorded ? (Easton, 2010:120). Finally, 
the real domain is not observable in itself but through its effect. It is that domain which 
is not visible but causes the actual through generative mechanisms and structures. In 
other words, when researchers engage in social research,  “they are interested in 
mechanisms, understanding what produces the cluttered outcomes ? (Clegg, 2006:316), 
such as understanding why young women cope positively or negatively with positive 
HIV status. This helps to explain which structures or powers and mechanisms are 
producing the effects. Easton suggests that critical realism is well suited to case study 
research to respond to questions such as  “ǁŚĂƚĐĂƵƐĞĚƚŚĞĞǀĞŶƚƐĂƐƐŽĐŝĂƚĞĚǁŝƚŚƚŚĞ
ƉŚĞŶŽŵĞŶŽŶƚŽŽĐĐƵƌ ? (2010:123). Thus, the case studies explore the empirical domain 
through various data sources in order to comprehend the actual domain and discover, 
ultimately, the mechanisms operating in the real domain. Figure 2 illustrates how case 
study approach enables deep explanations, which is in line with critical realism.  
Figure 2  Critical realist's view of deep explanations in case study approach 
 
 
 
 
 
 
 
 
 
 
 
Note: Modified from Sayer, 2000 
 
Mechanisms 
Care/relationships/support 
  
Effects/events 
(Meanings given by individuals to the phenomena  W e.g. 
emotional/social/sexual experiences or behaviours of 
young women) 
 
Structures 
Social/economic/structural/cultural systems 
(gender & health care delivery systems) 
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From the above explanation, the most fundamental aim of critical realism is to produce 
deep explanations in addition to an understanding of the phenomenon. Hence, the 
emphasis lies on events,  which are described ĂƐ “ƚŚĞĞǆƚĞƌŶĂůĂŶĚǀŝƐŝďůĞďĞŚĂǀŝŽƵƌƐŽĨ
ƉĞŽƉůĞ ? ƐǇƐƚĞŵƐ ĂŶĚ ƚŚŝŶŐƐ ĂƐ ƚŚĞǇ ŽĐĐƵƌ ? Žƌ ĂƐ ƚŚĞǇŚĂǀĞ ŚĂƉƉĞŶĞĚ ?(Easton, 
2010:120), and the mechanisms, which are described as  “ǁĂǇƐ ŝŶ ǁŚŝĐŚ ƐƚƌƵĐƚƵƌĞĚ
ĞŶƚŝƚŝĞƐ ďǇ ŵĞĂŶƐ ŽĨ ƚŚĞŝƌ ƉŽǁĞƌƐ ĂŶĚ ůŝĂďŝůŝƚŝĞƐ ĂĐƚ ĂŶĚ ĐĂƵƐĞ ƉĂƌƚŝĐƵůĂƌ ĞǀĞŶƚƐ ?) 
(Easton, 2010:122) that cause the events. Critical realism therefore offers an approach 
that confronts the complexity and acknowledges the importance of meaning, agency 
and structural factors. ĐƌŝƚŝĐĂůƌĞĂůŝƐƚĂƉƉƌŽĂĐŚ ?ĨŽĐƵƐĞƐŽŶ ‘ŚŽǁ ?ĂŶĚ ‘ǁŚǇ ?ƋƵĞƐƚŝŽŶƐ
and meaning-making processes. In this context, the critical realism is compatible with 
case study research. The case study approach utilised in this research facilitated in-
depth and comprehensive understanding of the phenomenon  ‘ĞǆƉĞƌŝĞŶĐĞƐ ĂŶĚŶĞĞĚƐ
ŽĨ ǇŽƵŶŐ ǁŽŵĞŶ ůŝǀŝŶŐ ǁŝƚŚ ,/s ?. However, critical realists assert that there are 
structures that shape individual agency and one of the key social structures is gender 
providing a methodological link to feminist philosophies. Therefore the section below 
considers how gender can be taken into account in this study, as a key structure 
ŝŶĨůƵĞŶĐŝŶŐǇŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐĂŶĚŶĞĞĚƐ ?
3.3.1.2 Including the feminist perspective within a critical realist approach 
Feminists acknowledŐĞŚŽǁĐƵůƚƵƌĂůůǇĂƉĞƌƐŽŶ ?ƐƉŽƐŝƚŝŽŶŝŶƚŚĞƐŽĐŝĞƚǇŝƐƐĂŶĐƚŝŽŶĞĚďǇ
attributes such as social roles, gender and family relationships, which are shaped into a 
social identity that gives an individual power and status (van Loon and Kralik, 2005). 
ůůĞŶĂŶĚĂŬĞƌŝŶĚŝĐĂƚĞƚŚĂƚƚŚĞ “ĨĞŵŝŶŝƐƚŐŽĂůŝƐƚŽĚŽƌĞƐĞĂƌĐŚĨŽƌǁŽŵĞŶƌĂƚŚĞƌƚŚĂŶ
ĂďŽƵƚ ǁŽŵĞŶ ?(Allen and Baker, 1992:9). Globally, males dominate in accessing 
resources, have hegemonic authority and often exercise repressive power over females. 
As a result, in several parts of the world, (including Malawi) females as a social group 
are marginalized and assume an inferior socio-economic position (Mkandawire-Valhmu 
and Stevens, 2009). Gender is a social construct which proclaims that the expectations, 
capabilities and responsibility of men and women are not always biologically 
determined (Ramazanoglu, 2002). Roles played by males in most cultures tend to be 
assigned higher values as compared to those played by females. These roles tend to 
create situations whereby males dominate structures and use their powers to maintain 
social and economic dominance hence paralysing the agency and assertiveness of their 
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female counterparts. Early feminists were therefore inspired to utilise research 
approaches that were based on the direct ƐŚĂƌŝŶŐ ŽĨ ǁŽŵĞŶ ?Ɛ ĂĐĐŽƵŶƚƐof their 
experiences which would illuminate ƚŚĞƐƚƌƵĐƚƵƌĞƐƚŚĂƚůŝĞďĞŚŝŶĚǁŽŵĞŶ ?ƐŽƉƉƌĞƐƐŝŽŶ
and the type of the mechanisms which worked powerfully to produce imbalances within 
the society (Clegg, 2006).  
Much of the feminists argument on subjectivity has been drawn from the critical realist 
ontological perspective that recognises human beings as having agency to make 
decisions (Elder-Vass, 2012). In his argument, Elder-Vass asserts that: 
  “ƚŚĞŬŝŶĚŽĨƉĞŽƉůĞǁĞĂƌĞĂĐĐĞƉƚĞĚĂƐ ?ĂŶĚƚŚĞŬŝŶĚƐŽĨĂĐƚŝŽŶƐ ?ǁŚĞƚŚĞƌ
discursive or practical, that we are authorised to perform, depend upon 
performative acts that enact social norms  W norms of gender, class and social 
ƌŽůĞ Q Q ? ? ?(Elder-Vass, 2012:18). 
The feminist perspective therefore sensitizes researchers to consider the voice of those 
who are being heard and those who are being excluded in the society. It also 
emphasises power relationships to examine and comprehend the context and lives of 
individuals taking part in research (Crotty, 1998 ). In this context, Crotty (1998) affirms 
that the feminist perspectives desists from continuing the understanding of women as 
victims of their situations but instead develops insights that allow researchers to 
understand woŵĞŶ ?ƐƐƚƌƵŐŐůĞƐ ?ƌĞƐƚƌŝĐƚŝŽŶƐĂŶĚƐĞĞƚŚĞŝƌŽƉƉŽƌƚƵŶŝƚŝĞƐĂŶĚĐŚĂůůĞŶŐĞƐ
as similar to any human being. Additionally, Choby and Clark (2014) state that the 
feminist approach emphasises the concept of intersectionality. It is a concept that 
emphasises the complexity of types of marginalization and their construction through 
power relations and therefore it complements the critical realist approach. 
Intersectionality inquires how structures contribute to oppression and presumes that 
individuals undergo oppression in different ways based on their different characteristics 
(Choby and Clark, 2014). As such, the feminist view was adopted in the current study 
not only to give voice to young women regarding their experiences but also because of 
its emphasis on examining larger societal structures or mechanisms, gender and power 
relations to understand how they may pose danger to the young women. 
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Globally, (including in Malawi) women as a social group assume an inferior socio-
economic position leading to feelings of being oppressed and marginalised in the 
society (Mkandawire-Valhmu and Stevens, 2009, Comack, 1999). This increases their 
vulnerability to social problems, sexual abuse and makes them have limited control to 
make decisions about their sexual and reproductive issues. It is in this context that a 
feminist perspective became relevant in the current study. Acknowledging that gender 
ĂŶĚ ƐŽĐŝĂů ƉŽǁĞƌ ƌĞůĂƚŝŽŶƐ ĐŽŶƐƚŝƚƵƚĞ ŬĞǇ ƐƚƌƵĐƚƵƌĞƐ ŝŶĨůƵĞŶĐŝŶŐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
experiences and agency (Mkandawire-Valhmu, 2009), the methods and analytical lens 
used in the current study attempted to take these structures into account. 
/Ŷ ƉŽƐƚƵůĂƚŝŶŐ ǁŽŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ ĂƐ  ‘ĞƉŝƐƚĞŵŽůŽŐŝĐĂůůǇ ƉƌŝǀŝůĞŐĞĚ ? ĨĞŵŝŶŝƐƚƐ
ĞŵƉŚĂƐŝƐĞ ƚŚĞ ŶĞĞĚ ƚŽ  “ĂĐĐŽƵŶƚ ĨŽƌ ĚŝǀĞƌƐŝƚǇ ĂŶĚ ĚŝĨĨĞƌĞŶĐĞ ? ŽĨ ǁŽŵĞŶ ?Ɛ ŵƵůƚŝƉůĞ
ƌĞĂůŝƚŝĞƐ ĂŶĚ ĨƌĂĐƚƵƌĞĚ ŝĚĞŶƚŝƚŝĞƐ ? (Comack, 1999:290). In this context, feminists 
acknowledge that women as the disempowered (living in a given reality) have the 
capability to know and understand what the socially, economically and culturally 
priviledged individuals cannot. Furthermore, they have progressively criticised the ways 
ŝŶ ǁŚŝĐŚ ŬŶŽǁůĞĚŐĞ ŝƐ ĐŽŶƐƚƌƵĐƚĞĚ ƚŚĂƚ ŝƚ ŽĨƚĞŶ ŽŵŝƚƐ ǁŽŵĞŶ ?Ɛ ƉĞƌƐƉĞĐƚŝǀĞƐ ĂŶĚ
experiences (Oakley, 1993). dŚĞƌĞĨŽƌĞ ? ĨĞŵŝŶŝƐƚƐ ŚŝŐŚůŝŐŚƚ  ‘ƚƌƵƐƚ ? ĞŵƉĂƚŚǇ ? ŶŽŶ-
ĞǆƉůŽŝƚĂƚŝǀĞ ƌĞůĂƚŝŽŶƐŚŝƉƐ ĂŶĚ ĞŵƉŽǁĞƌŵĞŶƚ ĂƐ ŬĞǇ ĨĂĐƚŽƌƐ ŝŶ ĐĂƌƌǇŝŶŐ ŽƵƚ ƌĞƐĞĂƌĐŚ ?
(Grbich, 1999:61). In this study, this necessitated the use of methods to minimise any 
imbalance of power dynamics within the relationship between the researched and the 
researcher. This was one of the reasons for the development of the participant-owned 
 ‘ŵǇ ƐƚŽƌǇ ?ďŽŽŬǁŚŝĐŚǁĂƐŐŝǀĞŶƚŽǇŽƵŶŐǁŽŵĞŶƚŽĐŽŵƉůĞƚĞ ?ƐĞĞ^ĞĐƚŝŽŶƐ ? ? ? ? ? ? ?ĂŶĚ
 ? ? ? ? ? ? ?ĨŽƌĨƵůůĞǆƉůĂŶĂƚŝŽŶŽĨƚŚŝƐŵĞƚŚŽĚ ) ?dŚĞƵƐĞŽĨ ‘ŵǇ ƐƚŽƌǇ ?ďŽŽŬǁĂƐŝŶƚĞŶĚĞĚƚŽ
minimise any possible exploitative power imbalances between herself and the 
participants.  ‘DǇƐƚŽƌǇ ?ďŽŽŬĂŝŵĞĚƚŽĞŵƉŽǁĞƌǇŽƵŶŐǁŽŵĞŶƚŽĂĐƚŝǀĞůǇĐŽŶƐƚƌƵĐƚƚŚĞ
story of their experiences and to illuminate the inconsistencies in their lives. The young 
women were highly articulate and confident during interviews, as they explained their 
experiences in relation to the images they had chosen and were ready to discuss with 
the researcher.  
Another important issue that feminists have discussed in depth relates to the interview 
setting. Feminist researchers have written extensively about different levels of 
reciprocity in the interview setting as the strategy in terms of considering how to reduce 
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exploitive power imbalances between the researcher and the researched (Oakley, 1993, 
Gelsthorpe, 1992, Ribbens 1989). For example, Ribbens (1989:584) argues that to talk 
ĂďŽƵƚ ŽŶĞƐĞůĨ ĂƐ Ă ƌĞƐĞĂƌĐŚĞƌ ĚƵƌŝŶŐ ŝŶƚĞƌǀŝĞǁƐ ĐĂŶ ďĞ ƌĞŐĂƌĚĞĚ ĂƐ  ‘ďƌĞĂŬŝŶŐ ƚŚĞ
ƌĞƐĞĂƌĐŚ ĐŽŶƚƌĂĐƚ ? ĂŶĚ ĐĂŶ ƐŝŐŶŝĨŝĐĂŶƚůǇ ŝŵƉĂĐƚ ŽŶ ǁŚĂƚƚŚĞ ƉĂƌƚŝĐŝƉĂŶƚƐ ĐĂŶ ƌĞǀĞĂů
during interviews. However, Oakley (1993:235) in her work with women indicates that, 
 ‘ĂŶĂƚƚŝƚƵĚĞŽĨƌĞĨƵƐŝŶŐƚŽĂŶƐǁĞƌƋƵĞƐƚŝŽŶƐŽƌƚŽŽĨĨĞƌĂŶǇŬŝŶĚŽĨƉĞƌƐŽŶĂů ĨĞĞĚďĂĐŬ
ǁĂƐ ŶŽƚ ŚĞůƉĨƵů ŝŶ ƚĞƌŵƐ ŽĨ ƚŚĞ ƚƌĂĚŝƚŝŽŶĂů ŐŽĂů ŽĨ ƉƌŽŵŽƚŝŶŐ ƌĂƉƉŽƌƚ ?  W ‘ŶŽ ŝŶƚŝŵĂĐǇ
ǁŝƚŚŽƵƚ ƌĞĐŝƉƌŽĐŝƚǇ ? ? Ɛ ƐƵĐŚ ? ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ĂŶƐǁĞƌĞĚ Ăůů ƉĞƌƐŽŶĂů ĂŶĚ research 
questions as fully as it was required. On the emotive issue of whether I experienced 
being rejected by a parent/caregiver/sexual partner as agonizing (common issues with 
the young women), I told them I was not rejected per se but I was raised up by my 
grandmother in the village while my parents were living in the city. As such, I regarded it 
important to utilise the resources that were available in the village to achieve my 
academic and vocational goals. Advice questions I also answered fully and referred 
them to health professionals when necessary.  I felt that if participants were willing to 
tell me their personal and sensitive stories, it was fair enough to respond to relevant 
questions they wanted to ask. This was considered more important in this study 
because the topic was very sensitive, and most young women and their caregivers were 
more curious to know more about the researcher hence were offered the opportunity 
to ask questions and relevant responses were given. 
Several feminists have also debated the advantages and disadvantages of the 
researcher having a shared identity with the group being studied in terms of gender 
(Maynard, 1994, Oakley, 1981, 1993, Merton, 1972). Oakley (1981, 1993) argued that 
female researchers enjoy the advantages oĨŚĂǀŝŶŐĂŶ ‘ŝŶƐŝĚĞƌ ?ƐƚĂƚƵƐǁŚĞŶŝŶƚĞƌǀŝĞǁŝŶŐ
female participants. This influenced the researcher to conduct all the interviews herself 
as opposed to recruiting interviewers. Changing the role of a clinician to a researcher 
has been a challenge particularly during the process of analysing and synthesising the 
data. Looking through a health professional lenses, risk was seen as something that 
needed to be prevented rather than to be understood. /Ŷ ĂĚĚŝƚŝŽŶ ? ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ
personal experience shaped the age of the young women recruited in the study. As a 
female, a mature lady and a mother, the researcher felt older adolescents had wide 
experience than younger adolescents (10-14 years). Therefore, the researcher decided 
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to select older participants particularly ages 15-19 based on the age she felt the young 
women could have broader experiences and be open on sensitive issues like sexual 
behaviours. On the other hand, some feminists argue that shared identity is not 
necessarily adequate to build easy rapport (Reay, 1995, Riessman, 1991), and/or the 
ƉĂƌƚŝĐŝƉĂŶƚƐ ŵĂǇ ĨĞĞů ũƵĚŐĞĚ ďǇ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ  ‘ŝŶƐŝĚĞƌ ? ŬŶŽǁůĞĚŐĞ ŚĞŶĐĞ ůŝŵŝƚŝŶŐ
ĚŝƐĐůŽƐƵƌĞƐ ?<ĞůůǇĞƚĂů ? ? ? ? ? ) ?/ŶƚŚŝƐĐŽŶƚĞǆƚ ?ƚŚƌĞƐĞĂƌĐŚĞƌĨĞůƚƚŚĂƚƵƐĞŽĨ ‘ŵǇƐƚŽƌǇ ?
ďŽŽŬ ĞŶĐŽƵƌĂŐĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŽƉĞŶŶĞƐƐon sexual issues, hence yielded powerful 
and rich data on their sexual experiences.  
3.3.2 Research methods 
A variety of qualitative data collection methods exist which would be suitable for the 
current study. However, when determining the most appropriate method, it is 
important to consider the aim of the study, as it is recommended to adapt methods and 
procedures of analysis basing on research focus (Miles and Huberman, 1994). Silverman 
affirms that research methods should aim to collect data that is most appropriate to 
facilitate answering the research aims and objectives (Silverman, 1993). The method 
that can yield thoroughness and clarity of the data collected and make sure that the 
evidence generated is based upon rationality and credibility of methods (Miles and 
Huberman, 1994) could help facilitate objective analysis of qualitative data (Silverman, 
1993). Since qualitative interviews allow the individual voices of participants to be 
heard (France, 2004:177), this was considered the most appropriate method to use in 
the current study.  
3.3.2.1 Qualitative interviews 
Rubin and Rubin (2012) describe qualitative interviews as a technique that aims to 
generate an in-depth understanding of a particular social phenomenon. Blaikie (2007) 
ĨƵƌƚŚĞƌ ĂĚĚƐ ƚŚĂƚ ƋƵĂůŝƚĂƚŝǀĞ ŝŶƚĞƌǀŝĞǁƐ ĂůůŽǁ ǁŽŵĞŶ ?ƐǀŽŝĐĞƐ ƚŽ ďĞ ŚĞĂƌĚ ĂŶĚ ƚŚĞ
worlds in which they live to be revealed. It allows for the possibility of non-hierarchical, 
non-manipulative and non-exploitative relationships between the researcher and the 
researched. The qualitative interview method recognises research participants as 
competent social actors situated in distinctive environments where their personal 
stories unfold, and enables expression of issues affecting their own lives and opinions in 
a meaningful way, thus providing an opportunity for young women to reflect. As such, 
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during a qualitative interview, some of the questions asked may depend on the 
responses of an individual subject or can emerge during researcher-participant 
interaction (Rubin and Rubin, 2012).  
There are three types of interviews: unstructured, structured and semi-structured 
(Holloway and Wheeler, 2010). With unstructured interviews, the researcher starts with 
a general question in the extensive area of the study and often has minimal direction 
and control of the interview. When the respondent goes off track it can be difficult to 
get them back. As such, the interviews often generate data with different patterns and 
structures from one interviewee to another (Patton, 1990), which makes the data 
analysis very time-ĐŽŶƐƵŵŝŶŐĂŶĚĞǆŚĂƵƐƚŝǀĞ ?dŚƵƐ ?ƚŚĞƵŶƐƚƌƵĐƚƵƌĞĚŝŶƚĞƌǀŝĞǁƐ ‘ĚŽŶŽƚ
Ăůů ĚĞĂů ǁŝƚŚ ƚŚĞ ƐĂŵĞ ƚŽƉŝĐƐ ƐŽ ƚŚĞŝƌ ĐŽŶƚĞŶƚƐ ĐĂŶŶŽƚ ĞĂƐŝůǇ ďĞ ĐŽůůĂƚĞĚ ?(Robson, 
1993:229). Patton sums it up that unstructured interviews are not appropriate when 
research goals are well-defined (Patton, 1990) hence could not be adopted for the 
current study. Structured interviews involve the researcher guiding ƚŚĞ ŝŶĨŽƌŵĂŶƚƐ ?
responses or the direction of the interview and thus were not considered appropriate 
for this study. A semi-structured interview may be described as having  “ĐĂƉĂĐŝƚǇ ŽĨ
interviews to elicit data on perspectives of salience to the respondents rather than the 
researcher strictly dictating the direction of the encounter, as is the case with 
ƐƚƌƵĐƚƵƌĞĚ ŝŶƚĞƌǀŝĞǁƐ ?  ?Barbour, 2008:119). This approach was considered particularly 
relevant for the current study. The researcher guided the interviews by having a specific 
topic to learn about, prepared a limited number of questions in advance and planned to 
ask follow-up questions depending on the ƉĂƌƚŝĐŝƉĂŶƚƐ ?responses (Rubin and Rubin, 
2012). Basing on the critical realist approach, open-ended questions were used during 
interviews to explore the ǇŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐĂŶĚŵĞĂŶŝŶŐƐ regarding growing 
up with HIV, and caring or providing care to young women growing up with HIV. An 
open ended approach provided the latitude needed for the participants to narrate their 
subjective experiences of rendering care to young women growing up with HIV (Conrad, 
1990). 
ůĚĞƌƐŽŶ ƐƵŐŐĞƐƚƐ ƚŚĂƚ Ă ŬĞǇ ƋƵĞƐƚŝŽŶ ŝŶ ƌĞƐĞĂƌĐŚ ĂďŽƵƚ ǇŽƵŶŐ ƉĞŽƉůĞ ŝƐ P  ‘ŚŽǁ ĐĂŶ
adults get beyond the power constraints and expose the complexities of power in 
ĚĞĂůŝŶŐƐ ďĞƚǁĞĞŶ ĂĚƵůƚƐ ĂŶĚ ǇŽƵŶŐ ƉĞŽƉůĞ ? ?(Alderson, 2000:254). Christensen and 
James respond by stating that: 
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 “Only through listening and hearing what young people say and paying 
attention to the ways in which they communicate with researchers will 
progress be made towards conducting research with, rather than simply on, 
ǇŽƵŶŐƉĞŽƉůĞ ? (Christensen and James, 2000:7). 
In the current study, the semi-structured interviews were conducted with caregivers 
and service providers, and visual based interviews with the young women as discussed 
in Sections 3.5.3 and 3.5.3.1. The semi-structured interview approach sought to 
discover what young women thought of their social world, to uncover their experiences 
and gain explanations why they behave the way they do as they grow up with HIV. This 
is in line with Murphy and colleagues, who state:  
 “/Ĩ ǇŽƵ ǁĂŶƚ ƚŽ ƵŶĚĞƌƐƚĂŶĚ ǁŚĂƚ ƉĞŽƉůĞ ĚŽ ? ďĞůŝĞǀĞ ĂŶĚ ƚŚŝŶŬ ? ĂƐŬ ƚŚĞŵ ?
(Murphy et al., 1998:112).  
In this context, the interviews enabled the researcher to investigate the subjective 
experiences and attitudes of young women through their contextual presentation of 
meaning and experiences of growing up with HIV. Individual interviews were viewed as 
social events that enabled the young women, their caregivers and service providers to 
express their interpretations of their experiences (Freeman and Mathison, 2009). 
Through interviews, the young women were given voice to express their experiences of 
living with a perinatal HIV. This promoted their capacity building and facilitated 
understanding of how they interpreted their own social situations, both as individuals 
and a social group with distinctive needs. It also enhanced awareness of how they 
construct their social realities as young women.   
As Murphy et al and Britten sum up, interviews allow the researcher to follow up 
fascinating ideas and to get to new dimensions which may not have been foreseen at 
the outset of the interviews (Murphy et al., 1998 , Britten et al., 1995). Similarly, in the 
current study with the use of a single, open-ended question to initiate the interviews, 
new and fascinating issues/ideas which were not foreseen at the beginning of the 
research were uncovered as young women raised issues of personal relevance and 
concerns about growing up with HIV. As such, additional questions were asked by the 
researcher to probe or follow up the leads mentioned by the participants. The approach 
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made young women feel more comfortable disclosing sensitive issues affecting their 
lives, thus revealing the complex realities influencing their real world which were 
comprised of individual, socio-cultural, relational and structural factors. This promoted 
in-depth understanding of their experiences within their social worlds which is 
consistent with the ĐƌŝƚŝĐĂů ƌĞĂůŝƐƚ ?Ɛ ĂƉƉƌŽĂĐŚ ƚŚĂƚ ĞŵďŽĚŝĞƐ ƚŚĞ ƌĞĂů ƵŶĚĞƌůǇŝŶŐ
mechanisms of social reality i.e. the difference between surface appearances and depth 
reality, necessitating expansion of data analysis beyond the descriptive account to one 
where the investigator offers an explanation of the data. 
However, Kellett and Robinson indicate that it can be methodologically difficult for an 
adult researcher to find techniques to listen to the ǇŽƵŶŐ ƉĞŽƉůĞ ?Ɛvoices in research 
(Kellett and Robinson, 2004). They argued that the gap in generations between the 
adults and young people creates differences in viewpoints, experiences and power that 
becomes difficult to be completely bridged. In response to this concern, Samuels 
ƐƚƌĞƐƐĞĚ ƚŚĞ ǀĂůƵĞ ŽĨ ƚĞĐŚŶŝƋƵĞƐ ĨŽƌ  “ďƌŝĚŐŝŶŐ ƚŚĞ ĐƵůƚƵƌĂůůǇ ĚŝƐƚŝŶĐƚ ǁŽƌůĚƐ ŽĨ ƚŚĞ
ƌĞƐĞĂƌĐŚĞƌĂŶĚƚŚĞƌĞƐĞĂƌĐŚĞĚ ?(Samuels, 2007:199). In the current study, the worlds to 
be bridged were those of the young women and the mature female researcher, and also 
the worlds of young women who were accustomed with the experiences or challenges 
of growing up with perinatal HIV and the world of the interviewer who had no 
experience or was not familiar with this. Chambers suggests that visual techniques offer 
new ways in which those who are marginalised can present their realities to those in 
power and perceive that what they say will be respected, influence policy and make a 
difference (Chambers, 1998). Therefore, use of visual techniques seemed relevant in the 
current study to enable and empower the young women, who face significant social 
disadvantage (Scheyvens and Leslie, 2000) to have their voices heard.  
3.3.2.2 Visual techniques  
A visual approach to interviews involves images generated by the researcher or 
participants to promote depth of information by broadening the established method of 
in-depth interviewing (Reavey and Johnson, 2008). Proponents of social studies for 
young people suggest that visual research methods are appropriate, stimulating and 
effective ways of connecting young people to research, and enable insight to be gained 
into their social worlds (Tunstall et al., 2004, Christensen and James, 2000). Visual 
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approaches allow young people to express their views or concerns in ways that could 
not otherwise be possible. This helps young people to express their agency, thus giving 
voice to those who are less often heard in the research milieu (Reavey and Johnson, 
2008). While there are different visual methods such as self-portraits, graphic elicitation 
methods (mapping techniques, and timelines) and arts-based technique (drawings), in 
the current study the researcher expanded the domain ŽĨŝŶǀĞƐƚŝŐĂƚŝŽŶďǇĚĞƐŝŐŶŝŶŐ ‘my 
story ? book as the basis for in-depth interviews with the young women.  ‘DǇƐƚŽƌǇ ?ďŽŽŬ
included a sentence completion exercise and researcher-generated images depicting 
different life experiences, events and issues affecting lives of young women as they are 
growing up with HIV (see Appendix N for  ‘ŵǇ ƐƚŽƌǇ ? ďŽŽŬ- images and sentence 
completion exercise). UƐĞ ŽĨ  ‘ŵǇ ƐƚŽƌǇ ? ďŽŽŬ ǁĂƐcorrespondingly based on 
 “ĂƐƐƵŵƉƚŝŽŶƐ ĂďŽƵƚ ƚŚĞ ƌŽůĞ ĂŶĚ ƵƚŝůŝƚǇ ŽĨ ŝŵĂŐĞƐ ŝŶ ƌĞĨůĞĐƚŝŽŶƐ ƚŚĂƚ ǁŽƌĚƐ ĂůŽŶĞ
ĐĂŶŶŽƚ ?(Clark-Ibanez, 2007:171). The insight and reflections of daily lives emerge 
through choosing images of issues assumed (Holliday, 2004), and through discussions 
held with the researcher surrounding the selected images. Creatively mixing the 
methods, as Mason suggests, encouraged young people to ƚŚŝŶŬ ‘ŽƵƚƐŝĚĞƚŚĞďŽǆ ? ?ĂŶĚ
generated innovative techniques of interviewing them and understanding their social 
worlds (Mason, 2002).  
The images and ƐĞŶƚĞŶĐĞ ĐŽŵƉůĞƚŝŽŶ ĞǆĞƌĐŝƐĞ ŝŶ  “ŵǇ ƐƚŽƌǇ ?were evocative methods 
and enabled young women to express their own world views. This facilitated a more 
ŚŽůŝƐƚŝĐ ŵĞƚŚŽĚ ŽĨ ĐŽŵŵƵŶŝĐĂƚŝŽŶ ĂŶĚ ĞŶĂďůĞĚ ƚŚĞ ǁŽŵĞŶ ?Ɛ ƐƚŽƌŝĞƐ ƚŽ ďĞcaptured 
through metaphors, ensuring the researcher attended to social reality in diverse ways, 
making the ordinary become extraordinary. For instance, the use of images and the 
sentence completion exercise revealed that male relationships including the adolescent-
male service provider relationship boosted ǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞůĨ-image, but threatened 
ƚŚĞƉƌŽǀŝĚĞƌ ?ƐƉƌŽĨĞƐƐŝŽŶĂů ŝŶƚĞŐƌŝƚǇ ? dŚƵƐ ?  ‘ŵǇƐƚŽƌǇ ?ďŽŽŬ ĨĂĐŝůŝƚĂƚĞĚĞǆƉůĂŶĂƚŝŽŶĂŶĚ
discussions with young women concerning their chosen images and helped to generate 
rich interview discussions with the adult researcher.  ‘My story ? book, therefore was 
considered appropriate in exploring life experiences and needs of the young women 
including their sexual behaviours and experiences. In this context, the ƵƐĞŽĨ ‘ŵǇƐƚŽƌǇ ? 
book assisted young women to actively construct the story of their experiences, which 
communicated not only key events but also contexts, feelings, values, challenges and 
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opinions as they were explaining the experiences in reference to the chosen images. 
This gave primacy to the ǇŽƵŶŐǁŽŵĞŶ ?ƐŽǁŶĞǆƉůĂŶĂƚŝŽŶŽĨƚŚĞŝŵĂŐĞƐ ?It also resulted 
in a shift towards a more equitable power distribution and provided the autonomy 
needed for the young women to reveal personal stories about the course of their 
illness. This allowed their voices to be heard and by telling their stories influenced 
change in their social worlds (Conrad, 1990).  
Whilst much has been argued on the significance of images in research, and its 
multiplicity, Reavey and Johnson (2008) stress on its value in support of research and 
the likelihood to generate findings and add on understanding. For example, in a similar 
study to this (but with young men and women), adolescents were reported to be 
reluctant to discuss sexual matters, and avoided direct questions on sexual issues during 
interviews (Busza et al., 2013:90). However, in several other studies (Reavey and 
Johnson, 2008) including the current research, use of images and sentence completion 
exercises yielded rich data on sexual behaviours and experiences. Images lessened the 
ĚŝƌĞĐƚŶĞƐƐŽĨ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?ƐŐĂǌĞ ?and reduced the risk of the young women feeling 
too shy to express their feelings and experiences, or being overwhelmed by the 
ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ƉƌĞƐĞŶĐĞ ?For example, ĂŶ ŝŵĂŐĞ ŽĨ  ‘ŚĂǀŝŶŐ Ă ƐĞǆƵĂů ƉĂƌƚŶĞƌ ? ĞŶĂďůĞĚ
young women to explain to an adult researcher how sexual abstinence did not resonate 
with the reality of the shared social identity and how male relationships boosted their 
self-image as young women. The images and the exercise expanded the modes of 
expression available to the young women, rather than just being an adult or researcher 
driven approach. This enabled data to be collected using visual method in addition to 
the spoken words and Gibson ?ƐƐƵŐŐĞƐƚŝŽŶƚŚĂƚ visual methods help young people find 
the words they need to express themselves (Gibson, 2012). Thus, in combining the 
interviews with the  ‘ŵǇƐƚŽƌǇ ?ďŽŽŬ approach, a richer and deeper comprehension of 
growing up with HIV was gained.  
In conclusion, use of multiple sources of evidence in this qualitative case study reflects 
an attempt to secure in-depth understanding of growing up with HIV for young women. 
However, the qualitative case study approach is typically open to criticism on account of 
the ƌĞƐĞĂƌĐŚĞƌ ?Ɛinfluence on a small number of cases (Hammersley, 1992). As such, 
Section 3.9 outlines the strategies that enhanced the trustworthiness of the approach. 
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3.4 Access and recruitment process 
The study involved several stages: process of approval, familiarisation phase, access to 
and recruitment of prospective participants and data collection process (see Figure 3). 
3.4.1 Study settings 
Central to all researchers is the choice of an appropriate study site. While Bryman 
argues that the researcher needs to select a study site reflexively and be managed 
according to the context specificity in order to access the reliable views of the 
researched (Bryman, 2008), the choice of the sites in the current study was typically 
purposive. This was based ŽŶWŽƉĞĂŶĚDĂǇ ?ƐŝĚĞĂƚŚĂƚ “it is not to choose a setting to 
generalise to a whole population but to select a setting that is likely to demonstrate 
salient features and events of behaviour reůĞǀĂŶƚƚŽƚŚĞƌĞƐĞĂƌĐŚƋƵĞƐƚŝŽŶ ? (Pope and 
Mays, 2006). Three sites were selected for the research: Maziko and Chiyembekezo HIV 
Management Centres, both of which included provision of paediatric HIV care which 
included young people and Yankho District Hospital specifically the HIV clinic, as a rural 
facility affliated to Maziko Centre. Maziko Centre is a non-governmental and non-
profitable organization working in partnership with the Ministry of Health and manages 
10% of all children commenced on antiretrovirals (ARVs) in Malawi, including young 
people. Chiyembekezo Centre is affiliated to the Ministry of Health and is the first 
specialist centre in Malawi for the care and support of people living with HIV (World 
Health Organization, 2003).  
3.4.2 Process of approvals 
Ethical approval to conduct the study was received from the following research ethics 
committees: Medical School Ethics Committee, The University of Nottingham in UK in 
December 2011; College of Medicine Research and Ethics Committee (COMREC), a sub-
committee of the Malawi National Health Sciences Research Committee in Malawi in 
November 2011, and The Institutional Review Board for Human Subject Research for 
Baylor College of Medicine and Affiliated Hospitals in March 2012. Additionally, 
approval to access perinatally HIV infected adolescents, their caregivers and the service 
providers in the centres was obtained from the institutional gatekeepers, the Clinical 
Director of Chiyembekezo Centre in January 2012 and the Executive Director of Maziko 
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Centre in March 2012 (see Appendix A for ethical approvals). Having received the 
approval from the Directors of the selected centres, potential subjects were 
approached to consider their participation in the study.  
3.4.3 Approach of prospective participants  
Posters were displayed in the waiting rooms of the centres inviting participants for the 
study. The posters precisely indicated the category of participants required for the study 
and that their participation was entirely voluntary (see Appendix B for the recruitment 
poster).  
The next phase involved observations for the researcher to familiarize herself with the 
study settings and potential participants for in-depth study. Each member of staff that 
would potentially be observed was given an information pack containing an observer 
information sheet and an opt-out slip by the receptionist (see Appendices C and D). The 
receptionist then collected back to the researcher the opt-out slips from those staff who 
chose not to be observed. Healthcare professionals working in the centres gave young 
women the information packs containing the observer information sheet and an opt-out 
slip both in English and Chichewa (local language) depending on young woman ?Ɛ 
preferred language (see Appendices E and F). English is not the first language of 
communication in Malawi although it is the official language. Therefore, all young 
women were provided with adequate information both verbally and in written form to 
ensure they understood what participating in the research study entailed. Healthcare 
professionals gave the young women a verbal explanation about the study, and 
collected the opt-out slips during their following visit to the centre and returned them to 
the researcher. A full explanation of the study was given to prospective participants by 
the researcher to allow them think about whether they wished to participate, hence 
offering theŵĂŶ ‘ŽƉƉŽƌƚƵŶŝƚǇƚŽŚĞĂƌƚŚĞŝƌǀŝĞǁƐŽĨĂŶǇŬŝŶĚŽĨƚĂŬĞŶ-for-granted issues 
ƌĞŐĂƌĚŝŶŐ ƌĞƐĞĂƌĐŚ ǁŝƚŚ ǇŽƵŶŐ ƉĞŽƉůĞ ?(Freeman and Mathison, 2009:29). Healthcare 
professionals explained the study and read the information sheet in Chichewa to 
adolescents who were illiterate.  
For the in-depth study, the healthcare professionals approached both young women 
who met the inclusion criteria and their primary caregivers to ask them to participate in 
the study. Both young women and their caregivers were approached on an individual 
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basis if they expressed an interest in participating in the study. This was undertaken in 
order to provide them with opportunity to discuss any concerns and ask questions. The 
study was explained to young women and their caregivers and potential participants 
were given information sheets (see Appendices G and H for the information sheets). 
The leaflet included information on the nature and purpose of the study, voluntary 
participation, benefits and risks, storage of information, anonymity and confidentiality. 
It also included a statement waiving confidentiality if the adolescent shared information 
suggestive of being abused or at risk of any harm. This was done in order to obtain full 
informed consent regarding tŚĞ ŝŶĚŝǀŝĚƵĂů ?Ɛ participation in the study. Young women 
who visited the centres on their own were given information sheets for their caregivers. 
This invited the caregiver to participate in the study and bring feedback during the 
following visit to the centre. If the caregivers were unable to attend the centre, the 
researcher visited them to explain more about the study and followed this visit up with 
a phone call or another visit. The young woman and her caregiver were then given an 
opportunity to identify a service provider who had been in constant contact with the 
young woman for at least six months. This was done to attain Ă ĐŽŵƉůĞƚĞ  ‘ƵŶŝƚ ŽĨ
ĂŶĂůǇƐŝƐ ?ĐŽŵƉƌŝƐŝŶŐŽĨĂŶĂĚŽůĞƐĐĞŶƚ ?ŚĞƌĐĂƌĞŐŝǀĞƌ and a chosen service provider. The 
service providers were approached by the researcher to determine whether they were 
interested in participating in the study (see Appendix I for the information sheet). If a 
service provider declined, the young woman and her caregiver were asked to identify an 
alternative. For rural participants, a similar approach was followed during monthly 
mobile clinics. 
3.4.4 Recruitment 
Only adolescents and healthcare professionals that had indicated a willingness to be 
observed were involved during the familiarisation phase. For the in-depth study, the 
young women and their caregivers who expressed an interest in participating in the 
study were invited to meet the researcher, who discussed in detail what the study 
involved. When the researcher was sure that potential participants understood what 
was involved and had given their consent, the pair was recruited into the study. 
Similarly, the chosen service providers who showed an interest in participation were 
recruited after being given a detailed explanation by the researcher. Eight young 
women were recruited from each HIV management centre, and four from the rural 
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facility, in order to achieve an adequate number of complete cases. However, out of the 
twenty recruited young women, only fourteen could be described as complete cases i.e. 
were comprised of a young woman, her caregiver and a service provider and were 
involved in in-depth study. Four were from Maziko Centre, six from Chiyembekezo 
Centre and four from Yankho District Hospital. Thus ten cases were recruited from the 
urban setting and four from rural location. Only young women whose caregivers also 
participated in the study were given a full explanation about the usĞŽĨ ‘ŵǇƐƚŽƌǇ ? books 
and took part in the sentence completion exercise (see Figure 3 for access and 
recruitment process).  
  
82 
 
Figure 3  Access and recruitment process 
(Done concurrently at Maziko and Chiyembekezo HIV Management Centres) 
 
 
  
Approached institutional gatekeepers  
Briefing meeting with management teams 
Displayed study posters in the waiting rooms in the centres 
Introduction by healthcare professionals and receptionists 
Distributed information packs  W information sheets & opt-out slips  
Explained and invited prospective participants for observations, received opt-out slips 
±
Familiarisation phase (2 days per week per centre for 6 weeks)  
Healthcare professionals explained and invited prospective adolescents and their caregivers for in-depth study 
  
Researcher received opt-out slips from 
the receptionist/healthcare professionals 
Researcher met and obtained informed consent from the prospective participants  
ZĞƐĞĂƌĐŚĞƌŝŶƚƌŽĚƵĐĞĚĂŶĚĞǆƉůĂŝŶĞĚ ‘ŵǇƐƚŽƌǇ ?ďŽok to adolescents, adolescent and caregiver 
identified a service provider to consider participating (unit of analysis) 
 
If caregivers were at home, adolescents invited 
caregivers for participation, (caregivers received 
information packs from healthcare professionals 
through adolescents) 
Conducted semi-interviews with adolescents, caregivers and service providers (9 months) 
Researcher met and obtained consent from rural participants,  
Adolescents invited caregivers to participate, researcher ŝŶƚƌŽĚƵĐĞĚĂŶĚĞǆƉůĂŝŶĞĚ ‘ŵǇƐƚŽƌǇ ?ďŽŽŬƚŽĂĚŽůĞƐĐĞŶƚƐ ?
Adolescent and caregiver identified a service provider to consider participating, and had interviews. 
 
ZĞƐĞĂƌĐŚĞƌ ǀŝƐŝƚĞĚ ĂĚŽůĞƐĐĞŶƚƐ ? ŚŽŵĞƐ ƚŽ ĞƐƚĂďůŝƐŚ
research relationship & enable adolescents to complete 
 ‘ŵǇ ƐƚŽƌǇ ? ďŽŽŬ ? ,ĞĂůƚŚĐĂƌĞ ƉƌŽĨĞƐƐŝŽŶĂůƐ  ? ƌĞƐĞĂƌĐŚĞƌ
identified rural facilities and sent information packs to 
professionals for familiarisation phase during mobile 
visits, opt-out slips were received two weeks before the 
visits. Healthcare professionals explained and invited 
prospective participants for in-depth study during mobile 
clinics. 
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3.4.5 Sampling  
Since the focus of case study research is on depth of understanding, the researcher 
adopted Ritchie ĂŶĚ >ĞǁŝƐ ?Ɛ ŝĚĞĂ ŽĨ  “retaining depth of data collection rather than 
breadth in terms of sample size, even if this meant focusing the study on certain parts of 
tŚĞ ƉŽƉƵůĂƚŝŽŶ ? (Ritchie and Lewis, 2003:104). Therefore it became significant to 
explicitly state the criteria used to select each of the cases (Creswell, 2007). 
A purposive selection of cases was considered in accordance ǁŝƚŚ^ƚĂŬĞ ?Ɛ argument that 
 “balance and variety are important; opportunity to ůĞĂƌŶ ŝƐ ŽĨ ƉƌŝŵĂƌǇ ŝŵƉŽƌƚĂŶĐĞ ? 
(Stake, 1995:6). According to Stake, selecting cases that researchers can learn the most 
ĨƌŽŵŵĂǇďĞ  “superior cƌŝƚĞƌŝŽŶ ƚŽ ƌĞƉƌĞƐĞŶƚĂƚŝǀĞŶĞƐƐ ?(Stake, 2005:451). However, a 
review of prior studies had identified variables known to influence the experiences and 
needs of perinatally HIV infected adolescents as well as those about which little was 
known or findings were contradictory. Few studies explored the needs of adolescents 
that acquire HIV perinatally and no published study had specifically focused on female 
adolescents. Therefore, the current study recruited young women with a wide range of 
variables in terms of age, parenthood, settings (rural/urban), literacy level, economic 
status, sexual behaviour, marital and child bearing status in order to compare and 
contrast their experiences, and identify commonalities and differences in their needs. 
This recruitment strategy provided a diverse and in-depth understanding of young 
ǁŽŵĞŶ ?Ɛ experiences and needs in different contexts (see Table 2 for the characteristics 
of the young women). 
As Ritchie and Lewis suggest, it was essential to prioritise the selection criteria as 
recruitment progressed to ensure that the sample size was manageable (Ritchie and 
Lewis, 2003). From this perspective, to help advance the richness and scope of the data, 
some young women were included in the current study because they differed from the 
other participants of their group in interesting ways, most notably in terms of academic 
progression, marital and child bearing status. Some young women were selected 
following the lead from service providers, as an example one service provider stated, 
 “zŽƵǁŝůůŚĂǀĞƚŽŝŶƚĞƌǀŝĞǁ Q QƐŚĞŵĂǇďĞĂŶŝŶƚĞƌĞƐƚŝŶŐĐĂƐĞ ?ƐŚĞŝƐŐƌŽǁŶ
up and has gone through hard times in her life as a young woman ? 
 ?ƌĞƐĞĂƌĐŚĞƌ ?ƐĨŝĞůĚŶŽƚĞƐ ) ?  
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Table 2  Characteristics of the young women 
 
 
Pseudo 
name 
 
 
Age 
 
 
Setting 
 
 
Parental 
status 
 
 
Caregiver 
All aunts 
(sisters to 
their 
mothers) 
 
 
Literacy 
level 
 
Age on 
ARVs 
 
 
Age 
Known  
status  
 
 
 
Teen 
club 
 
Sexual behaviour 
Age of initial 
relationship 
Current sexual 
relationships 
First  
sex 
No. of 
partners 
Child 
bearing 
age 
Marital 
status-
married 
Ziliwe 18 Urban Double 
orphan 
Aunt Form 4 15 15 A? 15 x 15 unknown 17 x 
Nane 19 Urban  Maternal 
orphan 
Father  College 12 14 A? 15 x 16 2 x x 
Penina  19 Urban Maternal 
orphan 
Aunt Form 4 13 13 
accidental 
A? 17 A? x 1 x x 
Ulemu 18 Urban Double 
orphan 
Sister Form 3 11 17 
accidental 
A? x x x x x x 
Mwatitha 18 Urban Double 
orphan 
Aunt Form 3 16 16 
accidental 
A? 12 x 12 3 x x 
Gonjetso 16 Rural Double 
orphan 
School 
Headmaster 
Form 3 13 13 A? x x x x x x 
Fatsani 17 Urban Both alive Mother Form 2 13 15 A? 14 A? 14 4 x x 
Alindine 19 Rural  Double 
orphan 
Aunt dĞĂĐŚĞƌ ?
college 
13 13 A? 17 x x 1 x x 
Chitsanzo 19 Rural  Double 
orphan 
Sister Form 2 11 11 x 14 A? 15 3 17 A? 
Tawina 18 Rural  Maternal 
orphan 
Uncle Form 3 15 15 x 14 A? 14 5 x x 
Zaiwo  19 Urban  Paternal 
orphan 
Mother Std 5 2 8 A? 13 x 14 1 14 x 
Tamando 17 Urban  Both alive Husband Form 1 10 10 A? 11 A? 12 1 15 A? 
Dalo 19 Urban  Both alive Mother  Std 8 12 12 A? 12 A? 12 unknown 15 A? 
Tanyada 16 Urban  Both alive Both (M&F) Std 8 10 12 A? x x x x x x 
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However, basing on the suggestion of Green and Thorogood,  “the intention was to keep 
sampling and collecting data until nothing new was being generated, this strategy is 
known as ƐĂŵƉůŝŶŐ ƚŽ ƐĂƚƵƌĂƚŝŽŶ ? (Green and Thorogood, 2004:103). The constant 
comparison of data helped the researcher to make the decision that data saturation had 
been reached (Glaser and Strauss, 1967). The keeping of a thematic log during in-depth 
interviews, keeping detailed researcher field notes, writing reflective remarks during 
data collection, ongoing reading of literature and transcript reading were also some of 
the research approaches that facilitated decision about data saturation and ongoing 
sampling (Tuckett and Stewart, 2004). These approaches allowed for comparison of 
experiences and needs of young women by comparing data from each participant 
against each other from different perspectives (Charmaz, 1990:1168). At this stage, 
increasing the sample size no longer contributed new evidence of significance for 
ongoing thematic development, which Ritchie et al. describes as  “a point of diminishing 
return ? (Ritchie and Lewis, 2003:83). 
3.4.5.1 Inclusion and exclusion criteria 
This study recruited participants who:  
 Were female adolescents aged between 15-19 years.  
 Had perinatal exposure to HIV and were aware of their HIV positive status.  
 Were willing to participate in the study and had a cognitive capacity to complete 
 ‘my story ? book.  
 Were attending HIV Management Centres (Maziko and Chiyembekezo Centres 
or Yankho District Hospital) for a minimum of six months  
 Were attending the centres during a 6-12 month data collection period.  
Young women who were pregnant, already had children or were married were not 
excluded, but needed to fulfil the other criteria to be included. However, young women 
who were unaware of their exposure to HIV, and were either clinically unwell or too sick 
ƚŽ ĐŽŵƉůĞƚĞ  ‘ŵǇ ƐƚŽƌǇ ? book were excluded from participating in the study. This was 
done to reduce any perceived additional stress to such individuals and to minimise the 
potential loss of informants due to critical illness prior to completion of the study.  
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The caregivers and service providers recruited in the current study were only those who 
were willing to voluntarily share their opinions and experiences of providing care or 
health services to a perinatally HIV infected young woman (see Table 3 for characteristic 
of caregivers and service providers). 
Table 3  Characteristics of caregivers and service providers 
Category of participants Characteristics Number 
Caregivers  Age group (years)  
 20-30  4 
 31-40 3 
 > 40 7 
   
 Relationship to adolescent  
 Mother  3 
 Father  2 
 Sister  2 
 Husband  1 
 Aunt 4 
 Uncle 1 
 School headmaster  1 
   
 Marital status   
 Married  11 
 Single  1 
 Widow/widower 2 
   
 Literacy level  
 Primary level 2 
 Secondary level 10 
 Professional  2 
   
 No. of dependents  
 1-2 3 
 3-5 4 
 > 5 7 
   
 Length of caregiving  
 1-5 years 5 
 6-10 years 3 
 >10 years 6 
   
 HIV Status  
 Unknown  5 
 Negative  1 
 Positive 8 
   
 Source of income  
 Not working 6 
 Small business scale 3 
 Working  5 
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Category of participants 
 
Characteristics 
 
Number 
Service providers Age range  
 20-30  2 
 31-40 8 
 > 40 4 
   
 Gender   
 Female  8 
 Male  6 
   
 Marital status  
 Married  7 
 Single  5 
 Widow/widower 2 
   
 Length of contact  
 1-5 years 11 
 6-10 years 3 
 >10 years 0 
   
 Professional status  
 Nurses  7 
 Clinical officers 3 
 Counsellors  3 
 Paediatrician  1 
 
3.5 Process of data collection  
3.5.1 Procedure for data collection 
Data collection period spanned the period from January - November 2012. Table 4 
indicates the activities taken to ensure that reliable data was collected on the 
experiences and needs of young women growing up with HIV. 
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Table 4  Timeline for data collection process 
Period Focus of 
Investigation 
Activities Purpose 
November to 
December 2011 
Adolescents  
Caregivers 
Service providers 
Interviews for pilot study 
Transcribing interviews 
Capturing of definitive 
images in Malawian 
context 
For feasibility, clarity 
and modification or 
adjustment of the data 
collection tools 
January to 
February 2012 
Data collection 
tools, centres & 
participants 
Initial familiarization 
phase, two days per week 
per centre, recruitment of 
participants , 
Meeting the advisory 
committee,  
Follow up on completion of 
 ‘ŵǇƐƚŽƌǇ ? books. 
Familiarization with the 
study settings & 
research participants. 
Gaining background 
information of centres 
and participants 
March to 
November 2012 
Adolescents  
Caregivers  
Service providers 
ŽŵƉůĞƚĞ ‘ĐĂƐĞƐ ? 
Interviews  
Follow up interviews 
Transcribing recorded 
interviews 
Initial analysis 
Data for the analysis  
Determining 
consistency of data 
with research aims and  
objectives & issues for 
clarification 
3.5.2 Initial familiarisation phase  
This phase allowed the researcher to understand the settings in which services are 
delivered to adolescents. In all centres, observations were conducted for six weeks and 
continued informally during the data collection period, specifically during teen club 
meetings to validate some of the issues raised by young women through in-depth 
interviews. Club meetings are conducted once every month at Chiyembekezo and once 
every two months for older adolescents at the Maziko centre. The researcher observed 
details that participants did not consider relevant to mention such as consultation styles 
and issues that seemed key for the service providers versus ǇŽƵŶŐ ǁŽŵĞŶ ?s needs, 
hence providing rich insights of young women ?s experiences and needs in different 
settings (see Appendix M for guide for observations). The observations did not form 
part of the data set as such; however key issues observed were explored in subsequent 
data collection activities. Whilst the researcher intended to gain background 
information and became familiar with the research participants, she ably ventured into 
the social world of female adolescents in order to learn first-hand how they access 
services, behave and interact with the professionals and what captivated or distressed 
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them. This was crucial in determining the range and quality of information and services 
accessed by the adolescents, and their independence in making decisions and choices or 
asking questions. Additionally, this phase began to examine relevant issues which were 
carried forward through in-depth interviews with the research participants. During this 
phase the researcher kept detailed notes on consultation styles, provider-adolescent 
ŝŶƚĞƌĂĐƚŝŽŶƐ ? ƐĞƌǀŝĐĞ ƉƌŽǀŝƐŝŽŶ ĂƉƉƌŽĂĐŚ ĂŶĚ ĂĚŽůĞƐĐĞŶƚƐ ? ŝŶĚependence in making 
decisions and choices. This data was not formally analysed but complemented the 
issues that emerged from the data collected through individual in-depth interviews. 
3.5.3 Individual in-depth interviews 
This study employed semi-structured interviews which were conducted by the 
researcher in the ƉĂƌƚŝĐŝƉĂŶƚ ?Ɛ ůĂŶŐƵĂŐĞ ŽĨ ĐŚŽŝĐĞ ? This mainly included Chichewa 
(Malawian vernacular language) and English particularly for service providers. The 
interviews were conducted according to the participant ?Ɛ ƐĐŚĞĚƵůĞ ? availability and 
preferences in terms of venue to minimise distress and ensure that participants felt at 
ease, particularly the young women. Green and Thorogood suggest that ƉĂƌƚŝĐŝƉĂŶƚƐ ? 
homes or familiar places be considered more suitable for these types of interviews, as 
most participants feel more empowered in their own environments hence offsetting the 
power imbalance (Green and Thorogood, 2004). Contrary to Green and Thorogood ?Ɛ 
suggestion, the majority of participants in the study preferred to have their interviews 
conducted at the centres than at home. Only four caregivers chose to have their 
interviews at home. With the increased workload at the centres, scheduled interviews 
with service providers were often postponed, but none of them wanted to be 
interviewed at home. The reasons given included: finding it difficult to create time for 
interviews at home, or because their participation in the study was dependent on being 
chosen by the adolescent who was accessing health services from the centre. However, 
critical reflection suggests that there may be fear of stigma associated with the nature 
of the illness on the part of the service providers especially since they were not the 
individuals who were infected. It could also be that the male service providers, whom 
some of the adolescents tried to be familiar with, did not want family members to know 
about their involvement. In situations, where interviews were conducted at 
ƉĂƌƚŝĐŝƉĂŶƚƐ ? ŚŽŵĞƐ ? ŽƚŚĞƌ ĨĂŵŝůǇ ŵĞŵďĞƌƐwere asked to stay at a distance, or sit 
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outside of the house where possible, while the interview was in progress to ensure 
privacy and confidentiality.  
Initially, forty-two semi-structured interviews were conducted with the three categories 
of participants; three interviews for each case comprising of an adolescent, a primary 
caregiver, and a service provider (see Appendices O and P for interview guides with 
caregivers and service providers). The single, open-ended question posed to initiate the 
interviews with the adolescents, caregivers and service providers was,  “can you tell me 
about your story of growing up with HIV? ? Or  “can you tell me your experience of caring 
for or providing care to this adolescent, who is growing up with the virus? ? A semi-
structured interview with open-ended questions enabled the participants to recount 
details from any aspect of their life, and to discuss those cultural aspects of their social 
world and social relations that they considered relevant. It also created the setting in 
which the adolescents were allowed to sketch the big-picture issues such as living with 
HIV, growing up and being a young woman with HIV (identity formation), and revealed 
challenges encountered in coping with a positive HIV status. Prompts and probes 
developed as the interviews progressed to encourage the respondents to think more 
deeply and facilitate openness for the complexity and uniqueness of individual 
experiences, challenges and perceived needs for young women. Like other questions, 
the prompts were not leading, but sometimes used summary interpretation of the issue 
to encourage further discussion. Service providers were encouraged to focus their 
discussions more on the case they involved with.  
Follow-up interviews were conducted with some of the participants regarding issues 
arising from initial interviews that required clarifications, but were not as structured or 
detailed as the initial interviews. A repeated interview was conducted with one 
caregiver (aged 21, a sister to an adolescent) who became distressed as she was 
narrating about the nature of the relationship with their aunt. Since the interview was 
being conducted within the centre, the distressed participant was referred for support 
services (see Table 5 for initial, repeated and follow-up interviews conducted).  
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Table 5  Summary of initial, repeated and follow-up interviews  
Process Category of Participants  Number of Participants 
Initial interviews Adolescents  14 
 Caregivers  14 
 Service providers 14 
   
Follow-up interviews Adolescents  4 
 Caregivers  3 
 Service providers 3 
   
Repeated interviews Caregivers  1 
 
3.5.3.1 hƐĞŽĨ ‘my story ?book to facilitate the interview process 
dŚĞ ĐŽŶĐĞƉƚ ŽĨ  ‘ŵy story ? ďŽŽŬ ůŽŽƐĞůǇ ŽƌŝŐŝŶĂƚĞĚ ĨƌŽŵ ƚŚĞ ŝĚĞĂŽĨ  ‘ŵĞŵŽƌǇ ďŽŬƐ ?11 
and was designed in English and Chichewa (Malawian vernacular language). It 
comprised of images and sentence completion exercises (see Appendix N). Young 
women were invited to put stickers on images that best suited their different 
experiences, major needs and issues that impacted upon their lives, future aspirations 
and priorities. For the sentence completion exercise, they indicated reflective relevance 
of the chosen images to their experiences, needs and challenges. In addition, the 
sentence completion exercise included different kinds of questions to provide multiple 
opportunities for young women to state their experiences or views and the meanings 
they ascribe to the chosen images (Freeman and Mathison, 2009). The chosen images 
and the exercise constituted the basis of their interview with the researcher. Since 
young women were viewed as competent social actors, during interviews they were 
asked to elaborate or explain about their chosen images, and the meaning(s) they 
attached to them in relation to growing up with HIV. The main themes of the  ‘my story ? 
book and the interview topic guides were derived from the literature, empirical data, 
research objectives, consultations with experts on the research topic and the 
                                                     
11
 A memory book is a tool used in memory work with HIV infected individuals. It is a diary of a 
typical day and spaces for drawing (Evans & Becker, 2009). 
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assumption that it is not acceptable for adolescents to discuss sexual issues with adults 
such as caregivers and service providers. 
The  ‘my story ? book was carefully designed with sensitivity in mind of the research area, 
the ǇŽƵŶŐǁŽŵĂŶ ?Ɛdevelopmental stage and literacy level. dŚĞĨŽĐƵƐǁĂƐŽŶŚŽǁ ‘ŵǇ
ƐƚŽƌǇ ? book could be used to evoke memories and ĞŶŚĂŶĐĞǇŽƵŶŐǁŽŵĞŶ ?ƐƌĞĨůĞǆŝǀŝƚǇ ?
competencies, and capacities in expressing their feelings, values, perceptions, and 
aspirations. In addition, importance was placed on getting them to think holistically 
about their real life experiences, needs, challenges and identities. Furthermore, central 
ƚŽ  ‘my story ? book were the explanations, interpretations and meanings surrounding 
the chosen images. These images were used as a catalyst to guide their in-depth 
interviews with the researcher, as the young women were asked to explain their 
reasons for selecting the particular images and the meaning(s) attached to them. The 
 ‘my story ? book gave young women more control over the representation of their own 
social realities as they were allowed to choose images that best matched their 
individual experiences.  
While use of  ‘my story ? book provided young women with the opportunity to bring in 
issues of personal concern and use a mode of dialogue that was familiar to them (Clark, 
2011 , Freeman and Mathison, 2009 , Wengraf, 2001), it also made it easier for the 
researcher to explore in-depth experiences and issues with the young women resulting 
in candid discussion of sensitive topics. Thus, ƵƐĞŽĨ ‘my story ? book successfully allowed 
the researcher to overcome silences, and explore tŚŽƐĞĂƐƉĞĐƚƐŽĨǇŽƵŶŐǁŽŵĞŶ ?ƐůŝǀĞƐ 
that might be difficult or sensitive to express in words. It also enabled the researcher to 
gain ŝŶƐŝŐŚƚŝŶƚŽƚŚĞǇŽƵŶŐǁŽŵĞŶ ?Ɛvisualizations about their own life with sensitivity 
to associations and meanings. Some of the ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ visualizations were 
predominantly insightful and significantly facilitated the ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ŽǁŶ ƉƌŽĐĞƐƐ ŽĨ
making sense of the collected data. For instance, WĞŶŝŶĂ ?Ɛ ƐŚĂƌĞĚ ƐŝŵŝůĂƌ ĞǆƉĞƌŝĞŶĐĞƐ
with Tawina, as they both chose the image of having a sexual partner. Both had 
negative body images related to HIV and intake of ARVs which made both choose 
images oŶ  ‘ĚĞƉƌĞƐƐŝŽŶ ĂŶĚ ůŽƐƐ ŽĨ ŚŽƉĞ ? as the initial state in their lives as young 
women. However, having sexual partners made them feel loved and accepted, despite 
their poor body images, which led to the choice of an image of  ‘Ăŵ ŚĂƉƉǇ ?. During 
interviews, both elaborated on a change in their feelings and perceptions over time, 
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which signalled that male relationships boosted their self-esteem, social status and 
identity. They felt their changed body images did not hamper their physical 
attractiveness towards young men, and that they were seen like any other young 
woman as illuminated in Chapters Six and Seven. dŚĞƌĞĨŽƌĞ ƵƐĞ ŽĨ  ‘ŵǇ ƐƚŽƌǇ ? ďŽŽŬ
provided valuable data regarding how young women accounted for change in their 
social world, and how they were living, and were affected by HIV. As such, Section 3.6 
focuses on how the collected data was constructed and interpreted. 
3.5.3.1.1. Reflections on use of my story book  
hƐĞŽĨ ‘ŵǇƐƚŽƌǇ ? book posed a challenge. The plan wĂƐĨŽƌĂĚŽůĞƐĐĞŶƚƐƚŽĐŽŵƉůĞƚĞ ‘ŵǇ
ƐƚŽƌǇ ? book at their own time and pace within the scheduled period of data collection, in 
order to give them a better sense of control over the activity. However, some young 
women (three) in foster families took tǁŽƚŽƚŚƌĞĞŵŽŶƚŚƐƚŽĐŽŵƉůĞƚĞ ‘ŵǇƐƚŽƌǇ ? book 
as they were making every effort seeking for a safe place and to maintain privacy and 
confidentiĂůŝƚǇŽĨ ƚŚĞ ŝƐƐƵĞƐ ǁƌŝƚƚĞŶ ŝŶ  ‘ŵǇƐƚŽƌǇ ? book. This was very challenging and 
expensive for the researcher because more visits to adolescents and their families were 
conducted to establish a degree of trust in the research relationship and to enable 
ĂĚŽůĞƐĐĞŶƚƐ ƚŽ ĐŽŵƉůĞƚĞ  ‘ŵǇ ƐƚŽƌǇ ? book. The delay in completioŶ ŽĨ  ‘ŵǇ ƐƚŽƌǇ ? book 
could also be attributed to the underestimation made by the researcher around the 
challenges encounteƌĞĚďǇĂĚŽůĞƐĐĞŶƚƐ ƚŽ ĐŽŵƉůĞƚĞ  ‘ŵǇƐƚŽƌǇ ? book in foster families 
despite their commitment to undertake the exercise and underestimation of need for 
secrecy. 
For ĨƵƚƵƌĞƐƚƵĚŝĞƐĂĚŽƉƚŝŶŐƵƐĞŽĨ ‘ŵǇƐƚŽƌǇ ? book with young people, plans are needed 
in advance on how adolescents could be assisted in terms of safe spaces and places, 
tŚƵƐ ǁŚĞŶ ĂŶĚ ǁŚĞƌĞ ƚŽ ĐŽŵƉůĞƚĞ  ‘ŵǇ ƐƚŽƌǇ ? book (taking into account their shorter 
attenƚŝŽŶƐƉĂŶƐ )ĂŶĚǁŚĞƌĞƚŽƐƚŽƌĞ ‘ŵǇƐƚŽƌǇ ? book during the period of completing the 
exercise to ensure maximum privacy and confidentiality. This is because young people 
rarely have control over their environment and are reliant on adults to facilitate their 
engagement in research (e.g. storing their health related information including the 
ƌĞƐĞĂƌĐŚĚŽĐƵŵĞŶƚƐ ) ?dŚĞƌĞĨŽƌĞ ‘ŵǇƐƚŽƌǇ ? ďŽŽŬ ?ďĞŝŶŐĂǇŽƵŶŐƉĞƌƐŽŶ ?ƐƐƚŽƌǇŶĞĞĚƐƚŽ
be kept sensitively, in privacy with appropriate care to gain trust.  
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3.6 Data analysis 
3.6.1 Data transformation and management  
All the interviews with adolescents, caregivers and service providers were recorded 
using an audio digital recorder. Permission was gained from each of the participants to 
record the interview and no-one withheld permission. Digital recording is an 
increasingly significant data recording process used in qualitative research. Silverman 
ƉŽŝŶƚƐ ŽƵƚ ƚŚĂƚ  “transcript of such recording, based on standardised conventions, 
provide an excellent record of naturally occurring interactions, and can offer a highly 
reliable record to which researchers can return as they develop new hypothesis ? 
(Silverman, 2006:20). For instance, Powney and Watts (1993) indicates that using an 
audio recorder liberates the participant to focus upon the assignment at hand. The 
effectiveness of the digital recorder ƚŚĞƌĞĨŽƌĞ ůĞƐƐĞŶĞĚ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ďƵƌĚĞŶ ŽĨ
recording activities in this complex data collection process. Audio recording provided a 
complĞƚĞ ĚĞƐĐƌŝƉƚŝŽŶ ŽĨ ƉĂƌƚŝĐŝƉĂŶƚƐ ?responses and comments in the context with 
ǁŚŝĐŚ ƚŚĞǇ ǁĞƌĞ ŵĂĚĞ ŚĞŶĐĞ  ‘facilitĂƚŝŶŐ ƚŚĞ ŝŶƚĞƌǀŝĞǁŝŶŐ ƉƌŽĐĞƐƐ ? (Kelly, 2010:313). 
Audio recording further allowed the researcher to return to the recorded data time and 
again with the guarantee of all information intact. In addition to recording the 
interviews, the researcher also took hand-written notes.  
 
Since the research was ĂŝŵĞĚ Ăƚ ŝŶǀĞƐƚŝŐĂƚŝŶŐ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ŽǁŶ ĞǆƉĞƌŝĞŶĐĞƐ ?the 
researcher transcribed all the recorded interviews verbatim soon after each interview. 
This was done in order to add comments, particularly the emphasis on observations 
made, emotions expressed and facial expressions. In addition, any unclear sections in 
the recording were adequately recalled and could be included in the transcript. 
Interviews conducted in Chichewa were mostly transcribed straight into English by the 
researcher, herself a native speaker of Chichewa. Each transcript was then audited 
against the original audio recording by a lecturer in language and communication 
(bilingual expert), who is also an HIV and AIDS work place coordinator.  
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Reading of the transcripts was undertaken while listening to a recording of the original 
interviews, noting aspects of emphasis and tone, all of which were relevant in conveying 
meaning and could significantly alter the meaning of utterance. The main finding of this 
procedure was that although a few sentences were phrased differently from the original 
digital recording ?ƚŚĞƌĞǁĂƐŶŽƐŝŐŶŝĨŝĐĂŶƚĞĨĨĞĐƚŽŶƚŚĞƚĞǆƚ ?ƐŵĞĂŶŝŶŐ. Transcribing the 
interviews enabled the researcher to ensure accuracy (Riessman, 1993), and gain  “close 
ĐŽŶƚĂĐƚ ĂŶĚ ĨĂŵŝůŝĂƌŝƚǇ  Q QǁŝƚŚ ƚŚĞ ĚĂƚĂ ?(Boyatzis, 1998:45). Transcribing each 
interview (that ranged from 40 to 80 minutes long) took between three to eight hours. 
The close attention required to transcribe the interviews enabled the researcher to 
develop a more thorough understanding of the data, and facilitated the close reading 
and interpretative skills required for on-going analysis of the data (Lapadat and Lindsay, 
1999).  
Field notes were ŵĂĚĞ ŝŵŵĞĚŝĂƚĞůǇ ĨŽůůŽǁŝŶŐ ĞĂĐŚ ŝŶƚĞƌǀŝĞǁ ĨŽƌ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ
understanding of the focus areas (Wengraf, 2001), and to provide an alternative record 
and memory trigger in case some parts of the recordings proved unintelligible. The 
notes consisted of a chronological diary kept throughout the duration of fieldwork and 
combined observational descriptions, records of informal discussions with the research 
participants, and personal experiences and responses. Though a comprehensive 
overview of the advantages and disadvantages of using qualitative software packages is 
provided (Bazeley, 2007), a point worthy to note here is that no software can fully 
perform qualitative data analysis which must still be done by the researcher and this 
process is described in the next section. 
3.6.2 Retroductive analysis  
Although Easton (2010:123) argues that  “critical realism is highly compatible with the 
case study approach, he proposes that critical realism would require case studies to 
answer questions like, what caused the events associated with the phenomenon to 
ŽĐĐƵƌ ? ? As such, critical realists stresses on discovering the real mechanisms or 
structures which best explain the given events or the visible behaviours of people. This 
interplay between the behaviours, which are visible and influential mechanisms which 
are invisible (also referred to as structures) closely links to the concept of retroduction. 
/ƚŝƐƚŚĞƉƌŽĐĞƐƐŽĨ “moving backwards from an observed event and asking, what must 
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ďĞƚƌƵĞŝŶŽƌĚĞƌƚŽŵĂŬĞƚŚŝƐĞǀĞŶƚƉŽƐƐŝďůĞ ? ?(Easton, 2010:123). Similarly, Yin (2009) 
states that to analyse data, the starting point must be a question, then techniques are 
identified to address the question, thereby enabling tentative conclusions to be drawn 
depending on the weight of the evidence. The current study moved beyond merely 
identifying which events co-existed, and penetrated to a deeper level of social reality by 
discovering the real mechanisms or structures that led to the practices of the young 
women. This is what Easton (2010:123) terms  ‘retroductive analysis, in which events are 
explained by identifying mechanisms which are capable of producing the events ?. This 
iterative process of uncovering the underlying structures and mechanisms relevant to 
the topic under study helps explain why critical realism is a fitting approach to case 
studies. Thus, the ƌĞƚƌŽĚƵĐƚŝǀĞĂŶĂůǇƐŝƐƉƌŽǀŝĚĞƐĂŶĂůƚĞƌŶĂƚŝǀĞǁĂǇŽĨĂŶƐǁĞƌŝŶŐ ‘ǁŚǇ ?
questions (Blaikie, 2007). Retroductive analysis relies on, or combines, elements from 
deductive and inductive processes facilitating understanding of how the underlying 
structures and influential mechanisms enable different events to occur (Easton, 2010 , 
Downward and Mearman, 2007). In this context, the current study employed the 
inductive process, which  “embodies the shallow realist ontology that presumes that 
there is a reality out there with regularities that can be elucidated ? (Blaikie, 2007 :105). 
However, the process of retroduction continued throughout the data analysis process. 
The inductive process is an approach that is data-driven rather than by a pre-existing 
coding frame or the ƌĞƐĞĂƌĐŚĞƌ ?Ɛanalytical preconceptions (Patton, 1990). Codes and 
themes are identified in the data. In addition, Yin indicated that to ensure 
methodological congruence, the analysed data should be in line with the philosophical 
underpinning of the study (Yin, 2009). Therefore drawing from a ĐƌŝƚŝĐĂů ƌĞĂůŝƐƚ ?Ɛ
perspective, the qualitative computer analysis programme QSR NVIvo 10, was used as a 
tool to systematically identify, sort, code and categorise data for the fine-grained, 
detailed analysis and comparison of cases (Gibbs, 2002). Using this approach, each 
ƉĂƌƚŝĐŝƉĂŶƚ ?ƐƚƌĂŶƐĐƌŝƉƚǁĂƐƌĞƚƌŝĞǀĞĚĂŶĚĐŽĚĞĚǁŚŝůĞĞǆĂŵŝŶŝŶŐƚŚĞƌĞƉŽƌƚĞĚĞǀĞŶƚƐ ? 
the underlying mechanisms ĂŶĚ ƉĂƌƚŝĐŝƉĂŶƚ ?Ɛ ŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐ ŽĨ ǁŚĂƚ ŚĂĚhappened, 
focusing on  ‘ŚŽǁ ? ?  ‘ǁŚǇ ? ĂŶĚ  ‘ǁŚǇ ŶŽƚ ?. The programme enabled flexibility to be 
maintained in the on-going analysis and facilitated the retroduction process. This 
allowed rethinking and reorganisation of codes in the light of oƚŚĞƌ ƉĂƌƚŝĐŝƉĂŶƚƐ ?
transcripts, hence making the retroductive process central to the analytical phase. To 
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locate the real underlying structures and mechanisms that were responsible for 
ƉƌŽĚƵĐŝŶŐƚŚĞĞǀĞŶƚƐ ?ǇŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐand practices), the inductive process 
involved:   
 Close reading of the raw text to be familiar with the content and gain 
understanding. Notes of any observations and thoughts were made by the 
researcher during this phase.  
 Initial coding of each transcript, all codes were labelled and given a description. 
 UƐŝŶŐ ďŽƚŚ ƚŚĞ  ‘ĨƌĞĞ ŶŽĚĞ ? ĂŶĚ  ‘ƚƌĞĞ ŶŽĚĞ ? ĨƵŶĐƚŝŽŶƐ ƚŽ ŽƌŐĂŶŝƐĞ ĚĂƚĂ ŝŶ ƚŚĞ
computer software to sort and rank codes. Since it was clear how concepts 
related to each other, it was possible to build tree nodes and creating a 
hierarchy of codes. 
 Identifying key concepts and linking them to underlying processes, mechanisms 
and structures  
 Creating individual codes or groups of codes to promote engagement with the 
content of the code and to determine preliminary categories, sub-themes and 
themes. 
 Overlapping coding and uncoded text. Themes were then grouped together as 
clusters with a view of creating a hierarchy of themes, and each sub-theme was 
checked for fitness by examining whether consistent with the remaining data. 
One segment of text could be coded under more than one sub-theme. 
Conversely, a considerable amount of text was not assigned to any category 
because it was not related to the aims of the study.  
During the review ĂŶĚƌĞĨŝŶŝŶŐƉƌŽĐĞƐƐ ?ƚŚĞƚŚĞŵĞƐǁĞƌĞĚŝǀŝĚĞĚŝŶƚŽƚǁŽŐƌŽƵƉƐ P ‘ĨƌĞĞ ?
ĂŶĚ ‘ƚƌĞĞŽƌŐƌŽƵƉĞĚ ?ƚŚĞŵĞƐƚŽĨĂĐŝůŝƚĂƚĞŝŶ-depth analysis of the social realities of the 
young women which is congruent with critical realism.  ‘&ƌĞĞ ?ƚŚĞŵĞƐǁĞƌĞconsidered 
as stand-alone and had no implicit association to any other themes, while 
 ‘ƚƌĞĞ ?ŐƌŽƵƉĞĚ ? ƚŚĞŵĞƐ ǁĞƌĞ ĐŽŶƐƚŝƚƵĞŶƚ ƉĂƌƚƐ ŽĨ ƚŚĞŬĞǇ ƚŚĞŵĞ or topic. Some 
categories or sub-themes were combined or linked when the meanings seemed similar. 
An example could be the two themes that labelled positive and negative influence on a 
ǇŽƵŶŐ ǁŽŵĂŶ ?Ɛ ƐĞůĨ-ŝŵĂŐĞ ĂƐ ƐŚĞ ŝƐ ŐƌŽǁŝŶŐ ƵƉ ǁŝƚŚ ,/s ? tŚŝůĞ  ‘ďĞŝŶŐ ŝŶĂ ƐĞǆƵĂů
ƌĞůĂƚŝŽŶƐŚŝƉ ?ƐĞĞŵĞĚƚŽƉŽƐŝƚŝǀĞůǇ ŝŶĨůƵĞŶĐĞƚŚĞǇŽƵŶŐǁŽŵĂŶ ?Ɛself-ŝŵĂŐĞ ?  ‘ĐŚĂŶŐĞ ŝŶ
ďŽĚǇŝŵĂŐĞ ?ĞůŝĐŝƚĞĚƐƚŝŐŵĂĂŶĚĚŝscrimination from others hence resulting in a negative 
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influence on identity and self-image. This division helped in finding potential patterns 
within the coded themes. Coding was stopped when the themes were distinct, 
refinements were not adding anything substantial and all objectives of the study were 
addressed (Braun and Clarke, 2006). All the collated extracts relating to each theme 
were grouped together by source to facilitate ease of access and direct comparison (see 
Figure 4 for the modified coding procedure which was conducted for individual 
accounts, within the case and across the cases).  
Figure 4  The modified coding procedure 
 
                                                                                        3 core themes & 12 sub-themes 
                                                                                                                               across the cases                                                    
                                                                                                                
                                                                                                         
                                                                                                       5 themes & 15 sub-themes               
                                                                                                                  across the case 
 
                                                                                              
                          
                                                                                               
                                                                                                                         5-8 themes & 15-20 sub-themes 
                                                                                                    within the cases 
 
                                                                                        
                                                                                                                                                            
  Overall 167codes (young women - 72 codes,                                   
46 for caregivers & 49 for service providers)    
      As many as 40 - 50 categories within the cases                                        
                                                                                                                                  
                                                                   
                                                     
                                                                                                Many segments of text                                          
                                                                                                                            within the cases   
                                                                                           
1.                                                                                        Several pages of text for 14 cases 
                                                                                            
                                                                                                                                  
                                                                    
   Source: Modified from Creswell and Willig (Creswell, 2002:266, Willig, 2001) 
    
                                                                                         
Inductive coding process - creating 
preliminary categories, codes & specific 
segments of text within cases   
Initial reading & re-reading through the raw
text and in-depth familiarisation with the cases 
Lots of codes - labelling of the segments of text 
to create categories, sub-themes & building 
them into themes within cases  
Reduce overlap & redundancy among 
categories; grouping themes together as 
clusters within cases & discarding those not 
 
Listing hierarchy of themes; incorporating most 
relevant & important themes & sub-themes across 
cases; (establishing concepts, processes & 
underlying mechanisms & structures that provided 
best explanations)
Reduce overlap & redundancy among categories 
across cases; grouping themes together as clusters 
across cases, to discover processes, and underlying 
mechanisms & structures 
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The research reported in this thesis used a case study format based on the thematic 
analysis approach to analyse the data and report findings. This took into account the 
above retroductive process. The interviews were analysed thematically using a constant 
comparison approach of different data sets (Silverman, 2006). Through the process of 
constant comparison, structures, mechanisms and issues in the data were linked to 
relevant concepts about experiences, values and perceptions in an attempt to maintain 
a close link between the concepts and the data. This analysis allowed the voice of the  
participating young women to emerge from multiple constructed realities and to 
influence the choice of subsequent questions so that they reflected their priorities and 
experiences across time and different contexts (Denzin and Lincoln, 2008). General 
comparisons were made with underlying mechanisms, structures, incidents, assertions 
and events as they happened along with the process through which the actual events 
took place, which closely linked to the ĐƌŝƚŝĐĂů ƌĞĂůŝƐƚ ?Ɛstandpoint. The approach was 
particularly significant in comparing the processes the young women passed through in 
their reactions and reflections. In order to be better able to distinguish between 
internal relations and contingent circumstances when employing retroductive process, a 
comparison of several cases was an important strategy (Easton, 2010). Ayres et al. 
assert that more contextually grounded, transferable findings combining within-case 
and cross-case approaches in the analysis of qualitative case study data produces 
(Ayres, 2003). Therefore, analysis of the data for the current study constituted within-
case and cross-case analysis. 
3.6.3 Within-case analysis 
The thematic analytical approach provided a detailed description of individual 
interviews within each case. According to Stake this is referred to  ‘direct interpretation ? 
(Stake, 1995). Thus, analysis of data within individual cases was undertaken to construct 
an in-ĚĞƉƚŚ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ĞĂĐŚ ŝŶĚŝǀŝĚƵĂů  ‘ƵŶŝƚ ŽĨ ĂŶĂůǇƐŝ ? ĐŽŵƉƌŝƐŝŶŐ ŽĨ ĂŶ
adolescent, her caregiver and the chosen service provider. The individual themes used 
in this analysis were given a naming convention by the researcher, which included a 
variety of ways that participants expressed an underlying concept. However, to ensure 
that there was no bias in the analysis of the data, some non-repetitive words, phrases 
or statements that appeared to bring in new dimensions to the understanding of young 
ǁŽŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ ĂŶĚŶĞĞĚƐ ǁĞƌĞ Ălso critically analysed for theme identification 
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(Ryan, 1999). Analysis continued with repeated play-back of each individual interview 
and repeated reading of the transcripts to gain familiarity with the content in terms of 
depth and breadth, thus searching for patterns and meanings in the data (Braun and 
Clarke, 2006). This continued re-reading of transcripts and individual case summaries 
(Ayres, 2003), revealed what individual cases communicated about feelings, 
perceptions, values, needs and challenges that affected them. In addition, insight was 
gained into how the social systems impacted upon the personal experiences of the 
participants, their reactions (compensatory behaviours) towards the experiences or 
challenges presented, and the consequences of their reactions (risks). During this phase, 
notes were taken and ideas marked for coding, thus a draft coding frame was 
developed whereby labels were set up.  
Through coding, the researcher identified and developed more subtle and nuance sub-
themes and themes, such as male relationships boosting self-image and coping with life 
challenges. This provided a deeper insight into the experiences and needs of young 
women, enabling more meaningful and less obvious conclusions to be drawn about the 
content than a more straightforward reading approach would suggest (see Chapters 
Five, Six and Seven). To concur with the inductive approach, as more information was 
added to the themes, a continual comparison to the original data source was performed 
to ensure the themes were still grounded in the data. As each new transcript was 
coded, new sub-themes and themes emerged and were added to the coding scheme. 
Each new transcript within a case incited potential reconsideration of the previously 
identified themes as commonalities and differences emerged. Attention was given to 
ambiguities within the case and possible links between the themes, in order to form the 
structure of the data chapters. The coded interview extracts were used as evidence to 
support the discussion of the findings. For example, how each caregiver and service 
provider (case sub-units) within the case described and interpreted ƚŚĞǇŽƵŶŐǁŽŵĂŶ ?Ɛ 
(case unit) illness trajectory or her needs and experiences of growing up with HIV and 
the distinctions drawn from them. This analysis led to the identification of general 
themes related to how each individual case described and interpreted the meaning of 
experiences related to growing up with HIV through commonalities across individual 
accounts within the case. This involved searching for commonalities, ambiguities and 
differences within the case among the ways participants described their personal 
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experiences, values, status quo and social realities for the young women growing up 
with HIV. The creation of thematic profiles of the sub-units (caregiver and service 
provider) and the case unit (the young woman), enabled comparison across individual 
accounts and helped to identify themes for each particular case. The individual accounts 
provided a clearer view of key elements in each case which included the nature of 
relationships, living situations, social and cultural influences and outcomes (see Figure 5 
for within-case analysis).  
The iterative process assisted the researcher with the next phase of developing 
relationships/links between themes, combining sub-themes to develop broader themes 
and critically comparing all the applicable coded data extracts within the identified 
themes (Braun and Clarke, 2006). Several questions guided the researcher during this 
process. The following were some of the questions: what words and phrases in the data 
are indicative to how and why the young women perceive their particular social lives or 
realities? What are the experiences and why? What are the consequences and why? 
How are they describing the experiences or actions being observed? Why behaving in 
that way or why not the vice versa? How are they interpreting what they were passing 
through? Why facing those challenges or why not the vice versa? When attempting to 
understand the social realities among the young women, the questions revealed that 
most young women perceived themselves as not being loved and accepted within the 
family and the society, which resulted in a loss of sense of belonging and adult support. 
For instance with loss of adult support networks, they engaged in male relationships to 
seek love, acceptance and support. This exposed them to gender power inequalities, 
increased their vulnerability to sexual exploitation and early child bearing as they 
succumbed to unsafe sexual practices to maintain their sources of support, social status 
and identity. Hence, these questions allowed a deeper understanding of the young 
ǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐ ĂŶĚŶĞĞĚƐ ? and generated explanatory frameworks as data was 
read interpretively and reflectively rather than literally and superficially (Mason, 2002 , 
Lacey and Luff, 2001 , Miles and Huberman, 1994).  
Codes that had no connection with the aims of the study were discarded such as 
unintended/alternate uses of ARVs, success stories of paediatric HIV management and 
management of stolen ARVs. The complete coding scheme was gradually built up 
through repeated coding and active reading and re-reading of transcripts until all key 
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themes were identified and each clearly defined. ParticipanƚƐ ? voices and own words 
within the individual cases were used as evidence to support arguments developed in 
the current study. These concur with what Creswell posited that relevant meaning 
emerges when the researcher looks at each case and draws meaning from it, in addition 
to categorical aggregation from a collection of instances (Creswell, 2003). It was 
important to focus on individual accounts (adolescent, caregiver and service provider) 
within the case in order to be able to view each for its particular merits and remain true 
to the case study approach. This prevented individual cases from becoming inundated 
by the cross-ĐĂƐĞĂŶĂůǇƐŝƐĂŶĚĂůůŽǁĞĚƚŚĞ ‘ƵŶŝƋƵĞǀŝƚĂůŝƚǇ ?ŽĨĞĂĐŚĐĂƐĞƚŽďĞĚŝƐƉůĂǇĞĚ
within its own context (Stake, 2006:39). 
3.6.4 Cross-case analysis 
Within-case analysis provided an in-depth understanding of the personal experiences 
and needs of young women as far as that situated case could provide (Stake, 2005). 
Cross-case analysis can be used to expand understanding of the experiences and needs 
of young women by comparing cases to identify commonalities and differences. The 
themes and sub-themes identified from the within-case analysis informed themes and 
sub-themes identified in the cross-case analysis. As per ƌĞƐǁĞůů ?Ɛobservation, within-
case analysis allow the researcher to become familiar with each ŽĨ ƚŚĞ ƉĂƌƚŝĐŝƉĂŶƚƐ ? 
views (Creswell, 2003) about the needs and experiences of growing up with HIV. In turn 
this allowed the identification of unique patterns in the data and hastened the cross-
case analysis process (Eisenhardt, 1989). This is what Stake ĚĞƐĐƌŝďĞƐĂƐĂ  ‘ĐĂƚĞŐŽƌŝĐĂů
ĂŐŐƌĞŐĂƚŝŽŶ ? ŽĨ ŝŶƐƚĂŶĐĞƐ ?ŝŶĐŝĚĞŶƚƐ ĂĐƌŽƐƐ ƚŚĞ ĐĂƐĞƐ ƵŶƚŝů ƐŽŵĞƚŚŝŶŐ ǁĂƐ ƐĂŝĚ ĂďŽƵƚ
them as a whole (Stake, 1995). Stake recommends that interpretation comprises of a 
search for patterns in the data and is often guided by a theory and this is referred to as 
Ă  ‘ĐŽƌƌĞƐƉŽŶĚĞŶĐĞ ?(Stake, 1995:78). Similarly, Creswell and Yin recommend that 
analysis identifies themes within individual cases (within-case analysis) and is followed 
by a thematic analysis across cases (cross-case analysis
12
) (Creswell, 2007 , Yin, 2003). 
Cross case analysis in the current study took place in a number of different ways. 
Initially cases were divided by participant type: adolescents (case units), caregivers and 
service providers (sub-units), then by setting: urban and rural. Later when the data sets 
became more complete, spider diagrams were used to start to group codes into themes 
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 See Figure 5 for within and cross-case analysis. 
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and identify similarities, differences, relationships and contradictions in themes for the 
cross-case analysis, which is in line with critical realism. The researcher used cross-case 
analysis to examine how issues systematically affected all cases.  
As Moore et al. affirm, cross-case analysis enabled the researcher to significantly go 
beyond the first impressions gained from a within-case analysis. This influenced 
decisions within the current study as themes across the cases were being examined  
(Moore et al., 2003). As such, cross-case analysis in the current study involved 
examining for similarities, differences and ambiguities among participants in what they 
connected to their experiences, social status and values for young women growing up 
with HIV. Qualitative displays and diagrams were constructed, and story elements were 
plotted across participants. This enabled a comparison across all of the personal 
experiences described by all participants including sexual behaviours and access to 
sexual and reproductive health services, particularly those for young women. 
Comparison of these individual accounts with one another was done to identify distinct 
themes reflected in the data. Patterns were identified across the sample for a variety of 
factors related to young women including emotional responses, sexual events, values, 
and aspirations. In addition, patterns were also apparent in the ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
ŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐŽĨƚŚĞŝƌƐĞǆƵĂůƉĂƌƚŶĞƌƐ ?ďĞŚĂǀŝŽƵƌƐ ?ǀĂůƵĞƐĂŶĚƉĞƌĐĞƉƚŝŽŶƐŽĨƚŚĞŝƌŽǁŶ
responsibility in male relationships and sexual matters. Following identification of these 
patterns cross-case conclusions were drawn (see Figure 5 for within-case and cross-case 
analysis). Finally, exemplar interview excerpts that best illustrated these patterns were 
selected.  
In summary, the cross-case and within-case analytical formats allowed for broader 
themes to be developed without losing the context of each case. Chapter Four outlines 
the contexts and descriptions of the individual cases. Throughout the whole analytical 
process, there were constant reflections as well as conferring with supervisors which 
encouraged the application of an attitude of critical appraisal towards the findings. The 
analysis was enriched by going back to the literature to see where and how other 
research findings fitted in with current study and how it could further inform analysis of 
the findings.  
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Figure 5  Within-case and cross-case analysis 
                                                                               Case 1                                                                                  Case 2                                                                        
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3.7 Writing the case study report 
Though there is no single correct way of reporting a case study, it is significant that the 
context within which the phenomenon occurred is described, addressing ? ƚŚĞ  ‘ŚŽǁ ? ?
 ‘ǁŚǇ ?ĂŶĚ ‘ǁŚǇŶŽƚ ?questions. In addition, the report must remain focused and address 
the aims and objectives of the research in question. Since this particular study adopted 
retroductive analysis, the core themes that emerged from the analysis are used as 
chapters of the findings with specific sub-themes as subheadings. This assists in 
uncovering the underlying mechanisms or structures which best explain the experiences 
and practices of the young women in the current study. By using within-case and cross-
case analysis the impact of HIV on the ǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞŶƐĞŽĨƐĞůĨ ?how they cope with 
the challenges of life and how they navigate the complex terrain of living with HIV were 
established and forms the write up for Chapters Five, Six and Seven. Relevant quotes 
from the transcripts are included to illustrate how the themes and sub-themes are 
labelled and described along with their meanings. Chapter Eight covers discussion of the 
key findings of the study. Gender, power and empowerment form the underlying theme 
in Chapter Eight as it pulls together many cross-cutting issues related to other themes. 
In addition, Chapter Nine will draw together the evidence presented in Chapters Five, 
Six and Seven including implications/recommendations for programme development, 
service provision and further research and the study strengths and weakness. 
Suggestions for the most important and realistic strategies in meeting needs of young 
women as they grow up with HIV will also be provided. 
As this research involved young people, their participation in the study was informative 
and non-coercive taking into consideration ethical issues. The recruitment process 
involved negotiating the nature of the adolescent-researcher contact both with the 
adolescents and the adults responsible for them (Freeman and Mathison, 2009).  
Therefore the next section focuses on the relevant ethical considerations in the current 
study.  
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3.8 Ethical consideration 
This section addresses the ethical issues in the current study which include institutional 
approvals (as discussed in section 3.4.2), mitigation of potential risks considering that 
young people are a vulnerable group, confidentiality and anonymity, and informed 
consent. Christensen and James considers these issues very useful in research, 
especially with young people, as they are subjected to subordinate and marginal 
positions in relation to adult researchers (Christensen and James, 2000). 
3.8.1 Mitigating potential risks 
The study posed no physical risks to young women, their caregivers and service 
providers who participated in this study. However, young people being a vulnerable 
group needed to be protected as discussed in the next section. 
3.8.1.1 Vulnerable group 
Young people
13
 ĂƌĞĐŽŶƐŝĚĞƌĞĚ ‘ƉĞƌƐŽŶƐǁŝƚŚĚŝŵŝŶŝƐŚĞĚĂƵƚŽŶŽŵǇŚĞŶĐĞǀƵůŶĞƌĂďůĞƚŽ
ĐŽĞƌĐŝŽŶ Žƌ ƵŶĚƵĞ ŝŶĨůƵĞŶĐĞ ? ? ĂŶĚ ĂƌĞ ĞŶƚŝƚůĞĚ ƚŽ ƉƌŽƚĞĐƚŝŽŶ ĨƌŽŵ ƵŶƐĂĨĞ ĂŶĚ
manipulative adults (Freeman and Mathison, 2009:24). Young women with perinatally 
acquired HIV are clients who have a chronic illness that is highly stigmatized and the 
researcher had to carefully consider her role in respect of ǇŽƵŶŐǁŽŵĞŶ ?ƐĚŝŐŶŝƚǇĂŶĚ
privacy. There is no Criminal Records Bureau (CRB) in Malawi as such, but the Child 
Protection Law offers statutory safeguarding to children and gives the police powers to 
investigate the criminal records of people or researchers who deal with children 
(Government of Malawi, 2010). However, there was no formal requirement for the 
researcher to be checked by the police. An ethics inspection team exists in Malawi 
which may be deployed during the study if issues arise that may impinge upon the 
ethical nature of the research.  
3.8.1.2 Issues of power 
Power relations of class and age may constrain the social relationship between the 
researcher and study participants and profoundly limit the data that can be collected 
particularly when the young people are involved (Thomson, 2008). From this 
                                                     
13
 Young people especially those below the age of 18 in Malawian context. 
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perspective, the use of visual and written methods in the current study aimed to give 
young women more control over the representation of their experiences and social 
realities. This further respected their individual autonomy and human dignity, thereby 
addressing some of the ethical issues about respect for the researched and unequal 
power relations between the researcher and the young women (Evans and Becker, 
2009, Thomson, 2008). Young women ǁĞƌĞ ĂůůŽǁĞĚ ƚŽ ĐŽŵƉůĞƚĞ  ‘ŵǇ ƐƚŽƌǇ ? ďŽŽŬ ĂƐ
experts of their own experiences, and this was done at their own time and pace within 
the scheduled period. This was communicated to them prior to the exercise so as to 
give them a better sense of control over the activity. Efforts were also made to ensure 
ƚŚĂƚŝŶƚĞƌǀŝĞǁƐƚŽŽŬƉůĂĐĞĂƚĐŽŶǀĞŶŝĞŶƚƚŝŵĞƐĂŶĚůŽĐĂƚŝŽŶƐĚĞƉĞŶĚŝŶŐŽŶƉĂƌƚŝĐŝƉĂŶƚƐ ?
ƉƌĞĨĞƌĞŶĐĞƐ ?dŚŝƐǁĂƐĚŽŶĞŝŶƌĞƐƉĞĐƚƚŽƉĂƌƚŝĐŝƉĂŶƚƐ ?ƚŝŵĞĂŶĚƉůĂĐĞ ?
During interviews, the researcher avoided giving the impression of expecting answers to 
all questions (Tisdall et al., 2009). When a young woman expressed feelings of sadness 
to a question, the researcher never forced her to continue or probe for more 
information. Instead, the researcher acknowledged it as a way of expressing distress, or 
remembering painful memories triggered by the issue, and asked the young woman 
whether they wanted to continue next time or move on to another question. For 
example, a caregiver (21 years old) to an adolescent became distressed during an 
interview and wished not to continue; the researcher recognised the need for a 
repeated interview and this was conducted a week later. Throughout the research 
process, the researcher checked that the young women were still willing to continue 
participating in the study, and they were informed that they could opt-out at any time.  
3.8.2 Informed consent 
ĐĐŽƌĚŝŶŐ ƚŽ ƌǇŵĂŶ ? ŝŶĨŽƌŵĞĚ ĐŽŶƐĞŶƚ ŝƐ ĚĞƐĐƌŝďĞĚ ĂƐ Ă  ‘ĨƵŶĚĂŵĞŶƚĂů ƉƌŝŶĐŝƉůĞ ŝŶ
ƐŽĐŝĂůƌĞƐĞĂƌĐŚĞƚŚŝĐƐ ?(Bryman, 2008:694). It involves providing research information to 
prospective participants, for them to make an informed decision about their 
participation in the study and in respect to their human dignity and time. As Health et 
al. assert, when participants decide to participate in a study and give their consent, they 
should be empowered rather than protecting the researcher (Heath et al., 2004). In 
addition, the researcher should avoid coercion and causing harm upon participants 
ĂůŽŶŐƐŝĚĞĂƐƐƵƌĂŶĐĞƐŽĨƉĂƌƚŝĐŝƉĂŶƚƐ ?ƉƌŽƚĞĐƚŝŽŶ(Heath et al., 2004). Heath et al. further 
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ĂƌŐƵĞƚŚĂƚ ? ŝŶĨŽƌŵĞĚĐŽŶƐĞŶƚ ŝƐ  “ůĂƌŐĞůǇƵŶǁŽƌŬĂďůĞƉƌŽĐĞƐƐďĞĐĂƵƐĞĂƌĞƐĞĂƌĐŚĞƌĐĂŶ
rarely know the full extent of what participation may entail or predict in advance all the 
ƉŽƐƐŝďůĞŽƵƚĐŽŵĞƐŽĨƉĂƌƚŝĐŝƉĂƚŝŽŶ ?(Heath et al., 2004:406). In contrast, Alderson and 
Morrow emphasised the importance of retaining the principles of informed consent, 
especially when focusing on activities that are intertwined within qualitative enquiry 
(Alderson and Morrow, 2011) like sensitive and personal issues regarding HIV and 
sexual behaviours. 
During the initial familiarisation phase of the current study, any healthcare 
professionals and the young women who did not want to be observed returned the opt-
out slip to the researcher. The researcher explained the purpose, potential costs, 
benefits
14
 and risks like psychological distress in the course of interviews to participants 
(young women and caregivers). In addition, the demands of the study such as depicting 
images, completioŶ ŽĨ  ‘ŵǇ ƐƚŽƌǇ ? ďŽŽŬ ĂŶĚ ƚŚĞ ŶĞĞĚ ĨŽƌ ĨŽůůŽǁ ƵƉ ŝŶƚĞƌǀŝĞǁ ǁŚĞƌĞ
necessary were discussed with prospective participants. The researcher answered 
questions and provided examples or further information where she felt it was needed. 
This allowed the young women to consider whether they were interested in 
ƉĂƌƚŝĐŝƉĂƚŝŶŐ ŝŶ ƚŚĞ ƐƚƵĚǇ ? dŚĞ ƉƌŽĐĞƐƐ ƚŽŽŬ ŝŶƚŽ ĂĐĐŽƵŶƚ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ůĞǀĞů ŽĨ
understanding, and by treating them with respect, gave them the right to choose 
whether or not to participate, hence avoiding exploitation. This is consistent with the 
feminist stance that young people be permitted to exercise control in deciding their 
participation in a research study and also to respect their human dignity and time. 
When the researcher had ensured that the potential participants understood what was 
involved, informed consent was obtained during their next monthly visit to the clinic. 
For any chosen service provider who showed an interest in participating in the study, 
consent was also obtained by the researcher (see Appendices J, K and L for consent 
forms). Thus, verbal and written consent to take part in the study was obtained from all 
participants. Consent given by young women allowed them to exercise autonomy in 
choosing whether or not to participate in the study. Participants who were illiterate 
marked the consent form with a right thumbprint and a healthcare professional signed 
the form as a witness. In situations where the young woman consented for participation 
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 ĞŶĞĨŝƚŝŶƌĞƐĞĂƌĐŚĐŽŶƚĞǆƚƌĞĨĞƌƐƚŽ ‘ƐŽŵĞƚŚŝŶŐŽĨƉŽƐŝƚ ǀĞǀĂůƵĞƌĞůĂƚĞĚƚŽŚĞĂůƚŚŽƌǁĞůĨĂƌĞ ?
(Belmont Report, 1979 cited by Freeman et al. 2009). In this study it will be the evidence based 
advocacy for their needs at policy and program levels. 
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and the caregiver declined, or vice versa, the researcher opted for another 
adolescent/caregiver pair, both of whom did consent to participate in the study. 
Similarly, in situations where the service provider expressed no interest in participation 
or had limited knowledge about the young woman, the pair was asked to identify 
another service provider from whom consent was obtained until a sufficient number of 
cases were achieved.  
While it was recognized that some of the adolescents were under the formal age of 
consent in the UK, informed consent in the current study was obtained from adolescents 
above 17 years and those that society regard as mature minors. In this context, mature 
minors were those under 17 years but who were legally married, university students or 
had given birth. However, adolescents aged 16-17 could assent for their participation in 
tandem with parental permission (Government of Malawi, 2007). For rural participants, 
a similar procedure was followed to obtain consent and was undertaken during monthly 
mobile clinics. All participants were informed that consent could be withdrawn at any 
time without any consequences. 
3.8.3 Confidentiality and anonymity 
Confidentiality, anonymity and respect for privacy were considered paramount as on-
going issues at every stage of the current study, especially in view of the stigma and 
secrecy surrounding HIV (Evans and Becker, 2009). Confidentiality issues in the current 
study were dealt at two levels. Firstly, participants were assured that all the information 
they provided would be kept confidential, except an event of serious concern. While the 
information sheet included the statements on confidentiality, it also stipulated that 
there are limits to confidentiality in the event of serious concern (i.e. abuse/violence) 
being disclosed. This is because the researcher had a professional obligation to take 
appropriate action as part of her duty of care. The researcher therefore informed the 
young women prior to the study that in certain situations, with their permission the 
researcher would breach confidentiality by consulting the practitioner as an ethical 
necessity to prevent further harm from taking place (Evans and Becker, 2009). The 
situations included disclosure by the young woman of information that would require 
urgent attention of healthcare professionals, or details suggestive of abuse or risk of 
harm. As such, when abuse was disclosed, the researcher discussed with the young 
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woman as the individual participant affected as to the action to be taken, and where 
necessary, would seek advice from superiors specifically the Directors in the HIV 
management centres. ůůŝŶƚĞƌǀŝĞǁƚƌĂŶƐĐƌŝƉƚƐĂŶĚƉŚŽƚŽĐŽƉŝĞĚ ‘ŵǇƐƚŽƌǇ ?ďŽŽŬƐ15 were 
kept in a locked filing cabinet to restrict unauthorised access to data. These documents 
were only used for the intended purpose of the research and were destroyed after data 
analysis. All electronic files were stored on a password-protected USB key to prevent 
loss of the collected data. 
Secondly, regarding anonymity, all participants were guaranteed that when reporting 
and publishing the results of the study, reference would not be made to individual 
participants. If it was required to quote informants, pseudonyms would be used 
(Marshall and Rossman, 1999). /Ŷ ŽƌĚĞƌ ƚŽ ƉƌŽƚĞĐƚ ƚŚĞ ƌĞƐĞĂƌĐŚ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ŝĚĞŶƚŝƚǇ
and respect their dignity and ƉƌŝǀĂĐǇ ?ĂůůƉĂƌƚŝĐŝƉĂŶƚƐ ?ƌĞƐƉŽŶƐĞƐǁĞƌĞĂŶŽŶǇŵŽƵƐĂŶĚ
pseudonyms invented by the young women themselves were used for their stories and 
 ‘ŵǇ ƐƚŽƌǇ ? ďŽŽŬƐ ƚŽensure maximum confidentiality and anonymity. Where 
ƉĂƌƚŝĐŝƉĂŶƚƐ ? ƉĞƌƐŽŶĂů ŝŶĨŽƌŵĂƚŝŽŶ ǁĂƐ ŬĞƉƚ ŝŶ ĐŽŵƉƵƚĞƌƐ ? ƚŚĞƐĞ ǁĞƌĞ ƉĂƐƐǁŽƌĚ
protected.  
3.9 Strategies to enhance trustworthiness of the approach 
dƌƵƐƚǁŽƌƚŚŝŶĞƐƐĚĞƐĐƌŝďĞĚĂƐƚŚĞ “ŵĞƚŚŽĚŽůŽŐŝĐĂůƐŽƵŶĚŶĞƐƐĂŶĚĂĚĞƋƵĂĐǇ ?(Holloway 
and Wheeler, 2010:302), is judged through the constructs of credibility, transferability 
and confirmability.  
3.9.1 Credibility  
ƌĞĚŝďŝůŝƚǇƌĞĨĞƌƐƚŽ “ƚŚĞƉĂƌƚŝĐŝƉĂŶƚƐƌĞĐŽŐŶŝƐĞƚŚĞŵĞĂŶŝŶŐƚŚĂƚƚŚĞǇƚŚĞŵƐĞůǀĞƐŐŝǀĞ
to a situaƚŝŽŶĂŶĚƚŚĞ ‘ƚƌƵƚŚ ?ŽĨƚŚĞĨŝŶĚŝŶŐƐŝŶƚŚĞŝƌŽǁŶƐŽĐŝĂůĐŽŶƚĞǆƚ ?(Holloway and 
Wheeler, 2010:302). Therefore some of the strategies the researcher adopted to ensure 
credibility of the findings in this study can be summarised as follows. The researcher:  
 Read and re-ƌĞĂĚƚŚĞƚƌĂŶƐĐƌŝƉƚƐƚŽƵŶĚĞƌƐƚĂŶĚǇŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐ ? 
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 ^ŽŵĞǇŽƵŶŐǁŽŵĞŶŽƉƚĞĚƚŽŬĞĞƉƚŚĞŽƌŝŐŝŶĂů ‘ŵǇƐƚŽƌǇ ?ďŽŽŬĨŽƌƚŚĞŵƐĞůǀĞƐ ? 
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 Kept memos about the analytic decision making which facilitated reflections on 
data collection, analysis and relevant reading as a means of deepening the 
reflective and critical nature of the research (Silverman, 2001).  
 Engaged in inter-rater reliability activities such as sharing the emerging issues 
and themes with PhD supervisors and the research advisory committee during 
the data collection period, so that they could offer thoughts and insights into the 
higher level of analysis. The research advisory committee was instituted in 
Malawi and comprised of the five health personnel directly working with the 
young people in the HIV management centres  W the medical officer (clinical 
coordinator), two clinical nurses, senior clinical officer and monitoring and 
evaluation officer (research coordinator). They provided guidance on data 
collection process particularly on meeting the expectations of the HIV 
management centres and the research participants. 
9 The research advisor committee guided the researcher on how to 
approach the caregivers. The caregivers were supposed to be informed of 
ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ŝŶƚĞŶƚŝŽŶ ƚŽ ŵĞĞƚ ƚŚĞŵ ŝŶ ĂĚǀĂŶĐĞ ŝŶƌĞƐƉĞĐƚ ŽĨ ƚŚĞŝƌ
time. They were expected to suggest the venue and time of the meeting. 
If the meeting venue was away from their homes, the researcher was 
expected to make transport arrangements. 
 Conducted participant validation exercise through meetings with the young 
women, caregivers and service providers (separately for each category of 
participants) after data collection. This enabled them to comment on whether 
the interpretations of the researcher related to their personal experiences and 
facilitated the discussion about the emerging issues and themes.  
9 During participant validation exercise, all participants commented that 
ƚŚĞƌĞƐĞĂƌĐŚĞƌ ?ƐŝŶƚĞƌƉƌĞƚĂƚŝŽŶŽĨƚŚĞĚĂƚĂǁĂƐrelated to their personal 
experiences. 
Furthermore, during follow up interviews, participants were informally asked to verify 
interpretations and data gathered during initial interviews. Involvement of multi-
disciplinary members, in addition to participants meant that comparisons of the data 
from different perspectives were possible. This helped to improve the credibility of the 
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research findings as the themes and their descriptions were discussed and conclusions 
were drawn before endorsing them as suggested by Aronson (Aronson, 1994). 
3.9.2 Transferability 
This refers to the probability of applying the findings into a context other than the one 
in which they were generated (Lincoln and Guba, 1985). According to Green and 
Thorogood (2004:224) ƚƌĂŶƐĨĞƌĂďŝůŝƚǇ ƌĞĨĞƌƐ ƚŽ  “ƚŚĞ ĞǆƚĞŶƚ ƚŽ ǁŚŝĐŚ ĨŝŶĚŝŶŐƐ ĨƌŽŵ Ă
ƐƚƵĚǇ ĂƉƉůǇ ƚŽ Ă ǁŝĚĞƌ ƉŽƉƵůĂƚŝŽŶ Žƌ ƚŽ ĚŝĨĨĞƌĞŶƚ ĐŽŶƚĞǆƚ ? ? /Ŷ ŽƌĚĞƌ ƚŽ ĞŶŚĂŶĐĞ ƚŚĞ
potential for transferability of the findings of the current study, a multiple case study 
approach was adopted. In addition, a diverse sample of young women, based on a 
range of demographic, socio-economic and HIV-related variables were selected to gain 
in-depth knowledge of a wider group. Furthermore, the comprehensive analysis of the 
whole data set from multiple sources of evidence coupled with the comparison of the 
ĨŝŶĚŝŶŐƐǁŝƚŚŝŶ ƚŚĞ ŝŶĚŝǀŝĚƵĂů  ‘ĐĂƐĞ ? ?ĂĐƌŽƐƐ ƚŚĞ  ‘ĐĂƐĞƐ ? ƚŚĞŶǁŝƚŚŽƚher findings in the 
existing literature likely allows transferability of the findings to young women growing 
up with perinatal HIV in a similar context. 
3.9.3 Confirmability  
Confirmability denotes the extent to which the research findings could be confirmed or 
verified by others (Lincoln and Guba, 1985). Lincoln and Guba demand confirmability, as 
an audit and decision trail where readers can trace the data to their sources. This 
includes transparency of how the sample was chosen (purposive sampling), the 
research methods used and explicitness on how the researcher arrived at the 
constructs, themes and their interpretations. As such, the researcher in the current 
study documented the procedures for checking and re-checking the data throughout 
the study. Similarly, in this thesis, the researcher has provided a clear account (step-by-
step) of the actual procedures used for access and recruitment of research participants, 
data collection and analysis. Sections 3.4 to 3.6 provide the actual sequence of how 
participants were recruited, how data was collected, processed, transformed and the 
analytical strategies. This includes a description of how coding categories and themes 
were developed (inductive process, within-case and cross-case analysis), and how the 
extracts used to validate the findings were selected.  
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3.10 Reflecting on the research process 
The researcher is from Malawi, a mature lady, a mother, a nurse, a lecturer and a 
Christian (see Section 3.3.1.2 on how much of this was revealed to participants). These 
are characteristics have influenced the research process in several ways. The 
ƌĞƐĞĂƌĐŚĞƌ ?Ɛsocial background, personality, position, values, culture and interests 
influenced the research process particularly data collection and analysis, and this is 
ƚĞƌŵĞĚ  ‘ƉĞƌƐŽŶĂů ƌĞĨůĞǆŝǀŝƚǇ ?(Lipson, 1991). According to Ritchie and Lewis, personal 
ƌĞĨůĞǆŝǀŝƚǇ ĨŽĐƵƐĞƐ ŽŶ ŚŽǁ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ŽǁŶ ǀĂůƵĞƐ ? ĞǆƉĞƌŝĞŶĐĞƐ ? ƐŽĐŝĂů ŝĚĞŶƚŝƚŝĞƐ ?
and goals shape the research (Ritchie and Lewis, 2003) ?/ŶƚŚŝƐĐŽŶƚĞǆƚ ?ƚŚĞƌĞƐĞĂƌĐŚĞƌ ?Ɛ
personal experience shaped the age of adolescents selected for the current study. 
Based on her own experience as a female, a mature lady and a mother, the researcher 
felt older adolescents had wide experience than younger adolescents, as much of the 
literature was purporting. Therefore, the researcher decided to make her participants 
older, particularly ages 15-19 based on the age she felt the young women could have 
broader experiences and be open on sensitive issues like sexual behaviours. 
Furthermore, being of the same sex as the young research participants, it made the 
researcher more approachable to the young women and seeing the world through their 
eyes easier, as she could identify with the broader societal contexts of womanhood that 
they operated in. 
As the researcher has almost a similar cultural background with the participants in the 
ƐƚƵĚǇƐĞƚƚŝŶŐƐ ?DĂůĂǁŝ ) ?ĂůƐŽĂƐŽĐŝĂůŝĚĞŶƚŝƚǇĂƐĂ ‘ŵĂƚƵƌĞ ?ůĂĚǇ ?ĂƐĂŶƵƌƐĞĂŶĚĂŵŽƚŚĞƌ
to adolescents (a young woman and a young man), coupled with her own interests 
could also influence her data collection and analysis process. However, the use of 
literature, empirical data and research objectives to inform themes in data collection 
tools also assisted in reducing bias even during data analysis. In this case, the researcher 
critically reflected on how and what kind of knowledge to produce, and how to relate 
the new knowledge to be generated to that already in existence. This every day 
reflection was the way of thinking throughout the entire process of the current 
research. 
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The researcher had multiple identities (as health professional, lecturer, researcher) 
since she previously worked as a professional nurse/midwife at the central hospital 
which is affiliated and working in partnership with the HIV management centres. She 
also works at an adjacent nursing college as a University Lecturer, thereby interaction 
with the service providers in the study setting. These identities positively and negatively 
influenced the research process. Taylor, and Richards and Emslie recognised that the 
status of the researcher can influence the type of answers from the respondents, where 
the researcher is seen as a powerful figure (Taylor, 2005 , Richards and Emslie, 2000). 
dŚĞƐƚĂĨĨ ?ƐƌĞŵarkable assistance during recruitment of young women was likely a result 
of the shared identity and most service providers willingly accepted to participate in the 
study. However, there is a possibility that the socially desirable answers were given 
during the interviews or respondents especially the service providers stated what they 
felt would show them in a positive light or what they thought the researcher wanted to 
hear. In this regard, conducting interviews with three categories of participants  W young 
women, caregivers and service providers and the responses being compared with the 
data collected during familiarisation phase enabled the researcher to assess whether 
their perceptions were a true reflection of how they communicated and behaved in the 
natural settings.  
Familiarity and closeness with the study settings and ability to engage in regular 
conversation in the local dialect assisted the researcher to collect data using some 
informal interactions that occurred in daily conversation. The researchĞƌ ?Ɛ ŝŶƐŝĚĞƌŶĞƐƐ
ĨĂĐŝůŝƚĂƚĞĚ ĂĐĐĞƐƐ ƚŽ ŵŽƌĞ  ‘ŝŶ-ŐƌŽƵƉ ? ĂĐƚŝǀŝƚŝĞƐ, such as attending teen club meetings 
which could not be accessed by an outsider hence contributing to in-depth knowledge 
that enriched the data. There also appeared to be an immediate openness among 
young women and service providers in expressing their concerns about the social 
constraints of their daily lives, positive and/or negative experiences in the health system 
and some challenges regarding SRH services in the centres. This openness was due to a 
perceived shared understanding of the activities taking place in the centres. Young 
ǁŽŵĞŶ ?ƐĂŶĚƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ?ƐĂĐĐŽƵŶƚƐƚŚĂƚĂƌĞŚŝŐŚůŝŐŚƚĞĚŝŶŚĂƉƚĞƌƐ^ŝǆĂŶĚ^ĞǀĞŶ
affirm that this openness was created in the interviews and the researcheƌ ?ƐƌŽůĞĚŝĚŶŽƚ
negatively impact on quality of data collected. It was therefore still important to adopt a 
more marginal role and being intellectually poised between familiarity and strangeness, 
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in order to minimise subjectivity, and bias and aim at more objective, critical and 
analytical perspectives.  
The researcher also considered the nature of interviews she had with six participants 
(five young women and one caregiver  W a 21 year old sister to an adolescent, both living 
with their aunt). All the young women were enthusiastic to tell their stories of growing 
up with HIV and the sister to tell her experience of providing care to a young woman 
growing up with HIV. However, some young women and the sister cried bitterly as they 
explained about their relationships with the caregivers especially the step-mothers. The 
researcher wondered whether there was a certain assumed level of trust and 
relationship that she had established with the young women that made them feel able 
to express about their traumatic experiences of feeling rejected and exploited after 
being diagnosed HIV positive or loss of their parents. The researcher was compelled to 
review and reflect on her interviewing technique. The replay of the audio recording of 
interviews revealed that the questions had been open and she was not asking questions 
in a manner that unconsciously distress the young women particularly with the use of 
 ‘ŵǇ ƐƚŽƌǇ ? ďŽŽŬ. However, the researcher discovered that the young women had 
endured the long suffering and the hidden pain on their own until when they were 
given an opportunity to share their painful experiences with the researcher. This was as 
an important finding and is one of the sub-themes in the current study. 
Finally, it is worth to point out the learning experiences that the researcher has gained 
through the three years of living in UK. The major lesson in conducting the current 
study, the researcher has learned to listen to the voice of others particularly the 
marginalised individuals including her own voice. Changing the role of a clinician to a 
researcher has been a challenge particularly during the process of analysing and 
synthesising the data. Looking through a health professional lenses, risk was seen as 
something that needed to be prevented rather than documenting it. Nevertheless, the 
ƌĞƐĞĂƌĐŚĞƌ ?Ɛinitial feelings of uncertainty on her intellectual capacity have gradually 
worn out and paved way to the growing confidence and eagerness to share the findings 
and recommendations through publications and forums like national and international 
conferences. Upon return to Malawi, the researcher would hope to actively participate 
in further research in the area of HIV and AIDS among young people, influence practice 
and policies through dissemination of evidence-based publications. 
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3.11 Conclusion  
This chapter has discussed how the research strategy for this study was developed and 
the methods used for data collection and analysis. The philosophical stance through a 
variety of ideological lenses such as critical realists and feminists justified the choice of 
approach and guided the whole research process in understanding the experiences and 
needs of young women growing up with HIV. It is evident that young people are a 
distinctive population, which has its own culture, norms and complexities. Therefore, if 
they are to be studied effectively, the researcher needs to acknowledge them as distinct 
from adults. Of late, emphasis has focused on increasing the participation of young 
people in health-related research. For this to be effective, studies must incorporate 
innovative visual methods that give researchers new insights that have been 
problematic to access using  ‘ĐŽŶǀĞŶƚŝŽŶĂů ? data collection techniques developed for 
adults (Driessnack, 2006). For instance, this chapter has discussed how effectively the 
 ‘ŵǇƐƚŽƌǇ ?ďŽŽŬapproach facilitated interviews between adult researcher and the young 
participant and also empowered young women to actively convey personal stories to 
the adult researcher in the process (White et al., 2010). Finally this chapter has 
illuminated how within-case and cross-case analyses strengthened the findings around 
the experiences and needs of young women from multiple sources of evidence in 
different contexts.  
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CHAPTER FOUR 
DEVELOPING CASES: CONTEXTS AND DESCRIPTIONS 
4.1 Introduction 
This chapter introduces the contexts in which this study was carried out. It includes an 
overview of the study settings, brief case profiles and contexts and descriptions of 
exemplar cases. The chapter is divided into two sections. The first section gives a brief 
outline of some of the main features of the two settings used in this study. The second 
section provides an essential background of the individual cases and describes the case 
profiles for each of the 14 cases. This chapter prepares the ground for a fuller 
presentation of the main findings in this thesis drawn from cross-case analysis and 
comparisons of coping strategies and themes in young women ?Ɛ responses to growing 
up with HIV. Pseudonyms are used to protect the anonymity of the study settings and 
the participants in accordance with the argument made by Bryman (2008) that the 
privacy of those who participate in research process needs to be respected. 
4.2 Settings  
4.2.1 Maziko HIV Management Centre (MHMC) 
MHMC is a non-governmental and non-profitable organization providing specialised 
paediatric HIV care and operates in collaboration with the Ministry of Health. Prior to 
the establishment of the MHMC, confirmed HIV infected children were followed up in 
the Tachira Central Hospital (TCH) general paediatric clinic or were being seen in the 
adult focused Chiyembekezo Centre within the campus of TCH. TCH is a governmental 
referral hospital for the central region of Malawi and a critical entry point for care of 
HIV infected children. MHMC started as a paediatric HIV clinic within TCH in 2005, and 
moved into its flagship standalone clinic on the TCH campus in November 2006. By 
December 2006, the centre had registered 1370 patients including 1199 that were 
inherited from the TCH paediatric clinic. The median age of the active paediatric 
patients was 5.5 years and teenagers over 13 years old accounted for 8.2% of the total 
patient population. By 2012, the centre had a total of 2825 active patients, out of which 
956 were young people: 635 were aged 10 to 14 years (325 females, 310 males), and 
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321 were aged 15 to 19 years (157 females, 164 males)
16
. Approximately 100 patients 
are reviewed every working day and 90 new patients are enrolled each month. Apart 
from the administrative staff, the centre is managed by both local and expatriate 
paediatric AIDS Corps (PAC) doctors who include paediatricians, clinical officers, nurses, 
pharmacy staff, counsellors, social workers and volunteers.  
Apart from providing clinical care, MHMC also engages in several activities which 
include:  
 Provider-initiated HIV testing counselling (PITC)  
 Community outreach programs for paediatric HIV sensitization like grassroot 
soccer  
 Tingathe  W which involves community health workers conducting active case 
finding of HIV infected children and families in health centres or communities 
through door to door home based HIV testing. 
 Teen club  W which provides care and support of adolescents living with HIV.  
By 2012, nearly 250 HIV positive young people between the ages 10 and 21 years were 
attending monthly teen club meetings. Many of these adolescents were primarily 
responsible for their own care. Activities during meetings include games, songs, dramas, 
role playing, and sports. In addition, the meetings facilitated discussions to address 
issues like career choices, high-risk behaviours, gender, stigma and relationships. The 
establishment of teen clubs had expanded to some of its fourteen mentorship sites in 
all three regions of Malawi, one of which was Yankho Clinic in the rural setting where 
children, adults and young people were accessing HIV care. 
4.2.2 Chiyembekezo Trust (CT) 
In Malawi CT was the first centre specialised in provision of HIV care and support to 
both young and adult patients living with HIV. Independent initiatives were instituted in 
September 1997 by health workers of the medical department at Tachira Central 
Hospital (TCH). They perceived the need for provision of HIV and AIDS support and care 
for patients both in hospital and at community level. The idea of integrating the existing 
services and the initiatives into one centre was conceived in 1998. In 2001 the concept 
                                                     
16
 Statistics from unpublished 2012 annual report made available to the researcher from the 
centre. 
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of improving the quality of life of people infected with, and affected by HIV was 
established through the provision of quality care and counselling. In order to secure 
ŝŶĚĞƉĞŶĚĞŶƚ ĨƵŶĚŝŶŐĂŶĚ ƚŽŽƉĞƌĂƚĞĂƐĂŶĞƐƐĞŶƚŝĂůƉĂƌƚŶĞƌ ŝŶDĂůĂǁŝ ?ƐƉƵďůŝĐŚĞĂůƚŚ
system, Chiyembekezo Centre was registered as a Trust and was officially opened in July 
2002. The centre is easily identified as an HIV/AIDS clinic serving patients of all ages and 
is situated within TCH campus. By 2012, CT excluding its sites had registered over 
20,000 HIV positive patients; out of which 387 (192 females, 195 males) were young 
people aged 12 to 19 years
17
.  
The CT offers three central services including: voluntary HIV testing and counselling, 
antiretroviral therapy and clinical care and community home based care. Additional 
services include counselling on family planning and contraceptives and teen club 
meetings for those aged 12 to 20 years. However, by 2012, only 37 young people were 
enrolled in the club due to lack of funds. The main activities of the teen club cover 
medical care, trainings in relationships, condom and contraceptive use, gender issues 
and indoor and outdoor games. The staff involved in provision of care includes 
medical/clinical officers, nurses, counsellors and community care supporters. Though 
Maziko Centre and Yankho Clinic focus mainly on children and Chiyembekezo Centre on 
adult patients, all centres serve young people.  
4.3 Brief case profiles 
This section outlines the case profiles for each of the 14 cases involved in this study, all 
of whom accessed services at the centres described above. These summaries comprise 
of members of the case, along with their family status, relationships and key 
information relevant to the young woman. The age, socio-economic status and number 
of dependants for each primary caregiver have also been included as that significantly 
impacted on the kind of care rendered to the young woman and hence influenced her 
behaviour and self-image. Different shapes have been used to link the central 
participant (the young woman) to the chosen caregiver and other family members. 
Dotted shapes signify any other family member who is also HIV positive and the dotted 
arrow indicates the number of people the adolescent stayed with (See Figure 6). 
                                                     
17
 Statistics from unpublished 2012 annual reports accessed at the centre. 
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Figure 6  Key in adolescent's family structure 
      
  
 
 
                                People adolescent had stayed with  
 
Ziliwe                                                                                                                            
Ziliwe is 18 years old, living alone in an urban setting. She is the last born in a family of 
three children. She lost contact with her older siblings after the death of her mother 
when Ziliwe was three years old. Soon after the death of her parents, she went to live 
with her grandfather for few months before he died. She was left with her three uncles, 
who were reportedly unmarried and consumed significant quantities of alcohol. After 
three years, she moved to stay with her older aunt and her husband, whom she 
perceived as being very loving, but they died when Ziliwe was 14 years. Then she moved 
to stay with her younger aunt, Mrs Botolo (a caregiver in this case), who by then was 26 
years old. However, Ziliwe felt Mrs Botolo treated her differently to her own children 
and younger sister  ?DƌƐŽƚŽůŽ ?Ɛ )ĂŶĚƚŚĂƚŶĞŐĂƚŝǀĞůǇ ŝŵƉĂĐƚĞĚŽŶŝůŝǁĞ ?ƐƐĞůĨ-image. 
ŝůŝǁĞ ?ƐĞǆƉĞƌŝĞŶĐĞƐŽĨďĞŝŶŐĚŝƐĐƌĞĚŝƚĞĚĂŶĚŶĞŐůĞĐƚĞĚďǇŚĞƌĂƵŶƚĐŽŶƚƌŝďƵƚĞĚƚŽŚĞƌ
loss of sense of belonging to the family. 
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ŝůŝǁĞ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
  
 
 
 
 
 
 
 
 
 
Both Ziliwe and Mrs Botolo completed their Malawi School Leaving Certificate of 
Education level (MSCE) but were not working. Mrs Botolo acknowledged that she 
assumed an increased caring responsibility following the deaths of her two older sisters. 
She relied solely on her husband for material and financial support. Ziliwe lived with 
Mrs Botolo for over three years before she was sent away by her ĂƵŶƚ ?Ɛhusband to live 
with her three uncles for breaking the household rules (for spending nights out with 
boys). Mrs Botolo ƌĞƉŽƌƚĞĚƚŚĂƚƐŚĞǁĂƐĐŽŵƉĞůůĞĚƚŽƵƉŚŽůĚŚĞƌŚƵƐďĂŶĚ ?ƐĚĞĐŝƐŝŽŶŽĨ
sending Ziliwe away because she was fully dependent on him for support, hence limiting 
her power in decision making.  
Ziliwe reported finding it difficult to stay with her uncles because of the reversed role 
kind of relationship with them. She indicated that her uncles were consuming significant 
quantities of alcohol and they relied on her hard earned resources for survival. As such, 
Ziliwe secured her own accommodation and relied on piece works like washing clothes 
in homes to earn a living. Since she perceived diminished sense of belonging to the 
family, Ziliwe, a teen club participant, reported engaging in relationships with males at 
the age of 15 years for love and financial support. ŽƚŚ DƌƐ ŽƚŽůŽ ?Ɛ ĂŶĚ ŚĞƌ
Mrs Botolo caregiver - 
had three children 
ages 8, 5, 3 years & her 
younger sister 
ŝůŝǁĞ ?ƐŽůĚĞƌƐŝƐƚĞƌ ?
brother aged 24 & 22 
years 
ŝůŝǁĞ ?ƐƚŚƌĞĞ
uncles 27, 24 and 
18 years 
Ziliwe with a 
baby (one 
month old) 
DƌƐŽƚŽůŽ ?Ɛ
husband  
DƌƐŽƚŽůŽ ?ƐŶŝĞĐĞ ? ? ?
years) - HIV positive  
 
ŝůŝǁĞ ?ƐƉĂƌĞŶƚƐ-
dead with HIV 
related illness 
ŝůŝǁĞ ?ƐŐƌĂŶĚĨĂƚŚĞƌ
 W dead (cause 
unknown) 
ŝůŝǁĞ ?ƐŽůĚĞƌĂƵŶƚ& 
her husband  W both 
dead (cause unknown) 
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explanation on sexual relationships revealed that she engaged in multiple partnerships 
and experienced both protected and unprotected sex. Ziliwe perceived that life was 
becoming unbearable and she found a steady partner to live with and provide for her 
basic survival needs including rental payments. She did not disclose her HIV status to 
her partner for fear of losing her source of income, and therefore she was unable to 
negotiate condom use with her partner. Consequently, she became pregnant at the age 
of 17 years and her partner disappeared. Ziliwe struggled to earn a living during her 
pregnancy until she delivered her baby through caesarean section at the age of 18 
years. 
Ziliwe has been accessing HIV care from Chiyembekezo Centre for three years. Mr 
Hanuya is her service provider and is a 32 year old certified HIV counsellor specialising 
in youth friendly health services. Mr Hanuya indicated that Ziliwe had been in good 
health since she commenced ARVs and was an active member of the teen club before 
she became pregnant. He attributed ŝůŝǁĞ ?Ɛ ƉƌĞŐŶĂŶĐǇto lack of parental affection, 
support and guidance. He reported that as Ziliwe struggled to earn a living, she engaged 
in sexual activities for financial gains resulting in her early child bearing.  
All participants in this case had follow up interviews three months after the birth of 
Ziliwe ?Ɛ baby. Discussions with Ziliwe and Mrs Botolo were centred around challenges 
encountered in their relationship and how Ziliwe was coping with her baby. Follow-up 
interview with Mr Hanuya focused on how they managed Ziliwe with her baby.  
Nane                                                                                                                                                                             
Nane is 19 years old, residing in an urban setting with her father, Mr Zaneni, her 
caregiver in this case and her stepmother. Nane is the first born (in a set of twins) in a 
family of three children. She reported that her mother died of HIV-related illness in 
2004 when Nane was 11 years old. Her father married a second wife in 2006, who has 
her own two children. Nane completed her Malawi School Leaving Certificate of 
Education (MSCE) level and was pursuing a two year HIV and AIDS management course 
in college. Mr Zaneni aged 43 years, indicated that he has not worked since 2009 and 
that he along with his entire family rely on his younger brother for financial support. 
Nane described Mr Zaneni as a very loving and supportive father in contrast to her step-
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mother, whom she perceived as favouring her biological children. Nane perceived being 
neglected by her step-mother which affected her sense of belonging to the family.  
Nane reported initiating sex at the age of 16 as a source of happiness, to feel loved and 
for financial gains, hence promoting her social status as a young woman. Nane indicated 
that she did not disclose her HIV status to peers and her sexual partners for fear of 
being labelled promiscuous or having her sexual relationships terminated which would 
result in loss of her financial support. Mr Zaneni acknowledged that his failure to 
ƉƌŽǀŝĚĞĨŽƌEĂŶĞ ?Ɛbasic needs was the likely cause of her seeking sexual activities for 
financial gains. In addition, Nane had to live with her uncle since Mr Zaneni was unable 
to support her, and this meant that Mr Zaneni had no ĐŽŶƚƌŽů ŽǀĞƌ EĂŶĞ ?Ɛ ƐĞǆual 
behaviour.  
EĂŶĞ ?Ɛ&ĂŵŝůǇ^ƚƌƵĐƚƵƌĞ 
  
 
 
 
 
 
 
 
Nane has been accessing HIV care at Chiyembekezo Centre for five years. She reported 
knowing her HIV status at the age of 14 and expressed feelings of bitterness for having a 
stigmatised disease that is associated with immoral sexual behaviours. She felt that she 
had been cursed by God and was finding it difficult accepting her positive HIV status, 
especially with the delayed disclosure. Mr Zaneni, who was also HIV positive, attributed 
his delay in having Nane tested for HIV to his feelings of shame and guilt for passing on 
the virus to his family members. EĂŶĞ ?Ɛ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ?Ms Kando aged 39, was a 
Mr Zaneni - caregiver 
married a second wife 
(both HIV positive) 
EĂŶĞ ?ƐƐŝƐƚĞƌƐĂŐĞĚ ? ?
(twin sister - HIV 
negative & married at 
15) & 14 
EĂŶĞ ?ƐƵŶĐůĞ Nane EĂŶĞ ?ƐǇŽƵŶŐĞƌsister - HIV 
positive  
EĂŶĞ ?ƐŵŽƚŚĞƌĚĞĂĚ
with HIV- related 
illness 
Her ƐƚĞƉŵŽƚŚĞƌ ?Ɛ
two children aged 
11 & 6 years 
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Nurse/Midwife Technician with a Diploma in Nursing and Midwifery and a certificate in 
child counselling. She indicated that after Nane joining the teen club and received 
several counselling sessions, coupled with a mutually supportive relationship with Mr 
Zaneni, she steadily accepted her positive status.  
Penina                                                                                                                               
Penina is 19 years old, residing in an urban setting with her father and her second    
step-mother. She is the second born child in a family of two children. Her mother died 
in 2002 when Penina was nine years old. After death of her mother, Penina lived with 
her aunt, Ms Ndengu (older sister to her late mother, a caregiver in this case and is a 
widow) aged 45 years, for two years before her father took over the caring 
responsibility in 2004. Penina reported that the first stepmother loved her like her own 
child but she died in 2006. Penina has lived with her father and her second stepmother 
for six years. She described her father as her closest friend because he is so loving, 
supportive and always accepts the blame of passing on the virus to her mother and 
herself which reassured her. However, she perceives her second stepmother as 
uncaring and only interested in property inheritance.   
Ms Ndengu has been providing care to Penina for 10 years in collaboration with 
WĞŶŝŶĂ ?ƐĨĂƚŚĞƌ ?DƐEĚĞŶŐƵŚas a Malawi Junior Certificate of Education and works as a 
messenger at the Ministry of Gender. Ms Ndengu reported that after her sister died of 
HIV-related illness (specifically meningitis) ?ƐŚĞƐƚƌƵŐŐůĞĚƚŽŵĞĞƚWĞŶŝŶĂ ?ƐďĂƐŝĐŶĞĞĚƐ 
due to her low economic status. WĞŶŝŶĂ ?Ɛ father therefore had to take over the caring 
responsibility, although Ms Ndengu is more involved in caring for Penina whenever she 
is admitted to hospital and if there is need to make key decisions affecting her care. 
WĞŶŝŶĂ ?ƐĨĂƚŚĞƌŚĂƐĂŵĂŶĂŐĞƌŝĂůƉŽƐŝƚŝŽŶĂƚĂƚŽďĂĐĐŽĐŽŵƉĂŶǇĂŶĚfinancially supports 
Penina which provides security and helps to boost her self-image, despite having an 
altered physical appearance (lipodystrophy).   
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WĞŶŝŶĂ ?Ɛ&ĂŵŝůǇ^ƚƌƵĐƚƵƌĞ 
  
 
 
 
 
 
 
 
 
Penina was studying for her Malawi School Leaving Certificate at a day secondary 
school. She had previously attended a boarding school, but had left following situation 
that triggered suicidal ideas. Her friends had displayed her ARVs on the bed, in addition 
to publicising and posting her positive HIV status on Facebook. Penina reported 
becoming severely depressed as a result of these actions, with a reduced sense of 
belonging to her social group, and diminished self-image. These feelings emerged from 
the changed social identity that was made publicly known. However, Mrs Rwinu her 
service provider, a Paediatrician aged 33 years, who has been in contact with her for 
one year, indicated that with counselling and regular participation in the teen club, 
Penina coped positively with her situation. Penina has been accessing care from Maziko 
Centre for six years. Both Penina and Mrs Rwinu had two interviews. WĞŶŝŶĂ ?Ɛ caregiver 
was out of reach on official duties and therefore had only one interview. Initial 
interviews were held during the time that Penina withdrew from the boarding school 
and follow-up interviews were done six months later to identify how Penina was coping 
with her situation at a day secondary school. 
  
Ms Ndengu caregiver - 
had two children ages 
28 & 24 (both married) 
WĞŶŝŶĂ ?ƐŽůĚĞƌƐŝƐƚĞƌ
HIV negative 26 
years & married 
WĞŶŝŶĂ ?ƐĨĂƚŚĞƌ ?,/s
positive) married a 
third wife 
Penina 
WĞŶŝŶĂ ?ŵŽƚŚĞƌ
dead with 
meningitis 
WĞŶŝŶĂ ?ƐĨĂƚŚĞƌ ?Ɛ
second wife - dead 
(cause unknown) 
First born son  W 
dead with 
malaria 
Second born 
child six 
months old 
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Ulemu                                                                                                                   
Ulemu is 18 years old, residing in an urban setting with her aunt, aged 26 years (young 
sister to her late mother). Ulemu is the last born in a family of five children. Her mother 
died when hůĞŵƵ ǁĂƐ ĨŽƵƌ ǇĞĂƌƐ ŽůĚ ? hůĞŵƵ  ? ? ǇĞĂƌƐ ) ĂŶĚ ŚĞƌ ƐŝƐƚĞƌ ? >ŝŶǇĂŶŐ ?ǁĂ           
(7 years), were sent to stay with their grandmother aged 70+, in the village after death 
of their mother. She described her stay with her grandmother as very hard and often 
they could not afford a meal. Life became easier when they moved to live with their 
brother, aged 19 years, who was working as a sales representative in town. Four years 
later, their brother found another job in the Republic of South Africa and they had to 
move and live with their younger aunt, whom Ulemu described as very inconsiderate. 
Her aunt was unable to meet her academic costs or provide the food that Ulemu 
normally liked and often got furious whenever Ulemu could not eat foods like maize 
flour porridge, which made Ulemu sick and caused diarrhoea. Ulemu felt she was being 
ĚŝƐƌĞŐĂƌĚĞĚďǇŚĞƌĂƵŶƚ ?ƐĂƚƚŝƚƵĚĞ ?ǁŚŝĐŚĚŝŵŝŶŝƐŚĞĚŚĞƌƐĞůĨ-worth. 
The aunt was young and financially challenged, due to her poorly paid job working in 
the civil service as a health surveillance assistant. She reported not being able to afford 
items for hůĞŵƵ ?ƐďĂƐŝĐŶĞĞĚƐ, ŽƌĐŽŶƚƌŽůŚĞƌŚƵƐďĂŶĚ ?ƐƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐƚŽǁĂƌĚƐƚŚĞ
young women as he was the source of financial support in the home. Nevertheless, 
ďŽƚŚhůĞŵƵĂŶĚ>ŝŶǇĂŶŐ ?ǁĂ (aged 21 years ĂŶĚhůĞŵƵ ?ƐĐĂƌĞŐŝǀĞƌŝŶƚŚŝƐĐĂƐĞ ) reported 
being resistant to his sexual advances but that meant risking loss of financial support. 
hůĞŵƵ ?Ɛ ĚĞƐĐƌŝƉƚŝŽŶ ŽĨ ŚĞƌ ĂƵŶƚ ĂŶĚ ƚŚĞ ƚƌĞĂƚŵĞŶƚ ƌĞĐĞŝǀĞĚ from her foster family 
clearly signified her need for love, acceptance and a safe place to live. 
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Ulemu family structure 
  
 
 
 
 
 
 
 
Mr Mbalame, her service provider (aged 38, Senior Clinical Officer with a Diploma in 
Clinical Medicine), felt that Ulemu had negative feelings about her life and a poor self-
image due to her inability to comprehend the pressures of adolescence along with 
coping with a positive HIV status. Furthermore, Mr Mbalame indicated that Ulemu felt 
embarrassed about her altered physical appearance. These changes were related to HIV 
or intake of ARVs and included getting fat, bigger abdomen and breasts, poor sight and 
loss of memory, which he felt negatively affected her social interactions with peers as 
she tried to keep her HIV status a secret despite the visible marks. On the contrary, 
>ŝŶǇĂŶŐ ?ǁĂbelieved that Ulemu had a negative attitude towards her HIV status and life 
because ƐŚĞĨĞůƚƵŶůŽǀĞĚĂŶĚǁĂƐďĞŝŶŐƚƌĞĂƚĞĚĚŝĨĨĞƌĞŶƚůǇĨƌŽŵŽƚŚĞƌƐŝŶƚŚĞŝƌĂƵŶƚ ?Ɛ
ŚŽŵĞ ?>ŝŶǇĂŶŐ ?ǁĂďĞĐĂŵĞĚŝƐƚƌĞƐƐĞĚĂƐƐŚĞǁĂƐdescribing the relationship with their 
aunt and a repeated interview was held at a later date.  
Ulemu reported accessing care at Chiyembekezo Centre for seven years and had 
received a blood test for HIV at the age of 11. The results were not disclosed to her at 
the time because her aunt felt Ulemu was too young to comprehend the information 
and would not keep her HIV status a secret. The latter issue was clearly linked to the 
types of problems likely to be encountered when dealing with a stigmatised illness. 
Ulemu expressed suicidal ideas to her service provider and caregiver, when she had an 
DƐ>ŝŶǇĂŶŐ ?ǁĂĐĂƌĞŐŝǀĞƌ- aged 
21 (single staying with her aunt) 
hůĞŵƵ ?ƐŽůĚĞƌ
brother (31 years) 
Ulemu 
hůĞŵƵ ?ƐŵŽƚŚĞƌ
dead with HIV-
related illness 
hůĞŵƵ ?Ɛ
grandmother 
hůĞŵƵ ?ƐĂƵŶƚŵĂƌƌŝĞĚǁŝƚŚĂ
child (husband sexually 
harassing Ulemu & 
>ŝŶǇĂŶŐ ?ǁĂ ) 
Five children 
aged 31, 27, 24, 
21 & 18 
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accidental status disclosure at the age of 17 during a teen club meeting. With the 
counselling and emotional support provided by Mr Mbalame plus regular participation 
in the teen club, Ulemu gradually accepted her situation and was able to focus her 
attention on what she wanted to achieve in life as she set her academic and vocational 
goals. 
Ulemu was pursuing her Malawi School Leaving Certificate (form three) at a community 
day secondary school. She felt that being socially excluded by her aunt, sexually 
harasseĚďǇŚĞƌĂƵŶƚ ?ƐŚƵƐďĂŶĚĂŶĚdelayed academic progression due to lack of school 
fees triggered her negative attitudes towards her life. However, with continued 
counselling and emotional support, Ulemu reported a strong sense of determination to 
achieve the goals she had set for herself, helping to establish a better self-image. As 
such, ǁŚĞŶŚĞƌŽůĚĞƌƐŝďůŝŶŐƐƐŽůĚƚŚĞŝƌŵŽƚŚĞƌ ?ƐŚŽƵƐĞƚŽĞĂƌŶĂůŝǀŝŶŐ ?hůĞŵƵinvested 
her share in a small scale business. She was selling fried pan cakes at school and second 
hand clothes in her spare time to raise funds to cover basic survival needs like school 
fees and buying food which her aunt was unable to provide for her. Being financially 
self-reliant gave Ulemu the capacity to progress her education without interruptions 
and the position of power to desist ďĞŝŶŐǀƵůŶĞƌĂďůĞƚŽŚĞƌƵŶĐůĞ ?ƐƐĞǆƵĂůŚĂƌĂƐƐŵĞŶƚƐ ?
She also indicated that she was able to buy well-fitting outfits that completely changed 
her outlook and her perception of her body image as a young woman.  
Mwatitha                                                                                                               
Mwatitha is 18 years old, residing in an urban setting with her aunt, Mrs Metani (older 
sister to her late mother) aged 40 years and the caregiver in this case. Mwatitha is the 
first born in a family of two children. Her mother died when Mwatitha was three years 
old and her father died a year later. After the death of her mother, Mwatitha stayed 
with her grandmother in the village for few months before she was sent to live with her 
uncle in town. She lived with her uncle for five years and reported that she was 
stigmatised and suffered physical abuse for not adhering to tuberculosis (TB) treatment. 
Her uncle constantly reminded her that her parents had died of AIDS, which reduced 
her self-image despite the fact that she was not aware of her HIV status at that time. 
She experienced a diminished sense of belonging to the family and went to stay with 
Mrs Metani at the age of ten, whom she described as very loving and supportive. 
129 
 
,ŽǁĞǀĞƌ ? ƚŚĞ ĂƵŶƚ ?Ɛ ŚƵƐďĂŶĚ ƐĞǆƵĂůůǇ ŚĂƌĂƐƐĞĚ ŚĞƌ ĂŶĚMrs Metani was unable to 
intervene as the entire family were dependent on him for financial support. 
Simultaneously, Mwatitha reported losing her financial support, including school fees, 
from the auŶƚ ?Ɛ ŚƵƐďĂŶĚ ĨŽƌ ĞǆƉŽƐŝŶŐ ŚŝƐ ƐĞǆƵĂů ĂĚǀĂŶĐĞƐ ?Mrs Metani has a Malawi 
School Leaving Certificate and was a housewife in a second marriage but did not have 
children with the second husband. She had been caring for Mwatitha for over eight 
years. 
Mwatitha, a teen club participant, was studying for her Malawi School Leaving 
Certificate at a Community Day Secondary School. She had been attending a boarding 
school but had left after her cousin publicised her HIV status to peers. This created an 
agonising situation for Mwatitha as she felt socially isolated and that she did not have a 
safe place to stay. While ƐŚĞǁĂƐƐĞǆƵĂůůǇŚĂƌĂƐƐĞĚďǇŚĞƌĂƵŶƚ ?ƐŚƵƐďĂŶĚat home, at 
school she was stigmatised by peers. dŚŝƐĞǆƉĞƌŝĞŶĐĞ ĚŝŵŝŶŝƐŚĞĚDǁĂƚŝƚŚĂ ?Ɛ ƐĞŶƐĞ ŽĨ
self-worth and belonging to family and peers. 
DǁĂƚŝƚŚĂ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
  
 
 
 
 
 
 
 
 
  
Mrs Metani caregiver - aged 40 years 
(married with two children aged 20 & 
18) her second husband sexually 
harassed Mwatitha  
Mwatitha 
DǁĂƚŝƚŚĂ ?ƐƉĂƌĞŶƚƐ
dead  W HIV-related 
illness 
DǁĂƚŝƚŚĂ ?Ɛ
grandmother 
DǁĂƚŝƚŚĂ ?ƐƵŶĐůĞ
(brother to her 
mother) 
DǁĂƚŝƚŚĂ ?ƐďƌŽƚŚĞƌ
dead at age of 8  W HIV-
related illness 
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DǁĂƚŝƚŚĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌŝŶƚŚŝƐĐĂƐĞǁĂƐDƌƐdĂǇĞŶĚĂ ?ĂĨĞŵĂůĞ,/sĐŽƵŶƐĞůůŽƌĂŐĞĚ
39 years, with a Malawi School Leaving Certificate and a certificate in youth friendly 
services. She had been in contact with Mwatitha for six months and she asserted that 
DǁĂƚŝƚŚĂ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨƐĞǆƵĂůĂďƵƐĞŝŶŚĞƌĂƵŶƚ ?ƐŚŽŵĞĂŶĚƚŚĞƉƵďůŝĐŝƐŝŶŐŽĨŚĞƌHIV 
status to peers by her cousin diminished her sense of self-worth. This led to her feelings 
of suicidal ideas as she felt she had no safe place to stay. However, Mrs Tayenda 
perceived that constant counselling and participation in the teen club helped Mwatitha 
to accept her situation and unleashed her potential to achieve academic goals. Both 
Mwatitha and Mrs Metani had initial interviews and follow-up interviews six months 
later to determine whether Mwatitha was still expressing suicidal ideas and how she 
was cŽƉŝŶŐŝŶŚĞƌĂƵŶƚ ?ƐŚŽƵƐĞ ?
Gonjetso                                                                                                        
Gonjetso is 16 years old, living in a rural setting with her aunt. She is the first born in a 
family of three children. Gonjetso, a regular teen club participant, knew her status at 
the age of 13 years through her mother who was still alive and taking ARVs. She 
reported missing classes because of frequent attacks of illness that severely affected 
her academic progression. She described her mother as very loving and they developed 
an intimate, supportive and trustworthy relationship, which was emotionally satisfying 
and increased her self-worth. Gonjetso lost her mother in 2009 at the age of 13, and six 
months after Gonjetso had tested positive for HIV. The death of her mother was 
extremely painful for Gonjetso as not only had she lost parental affection and support, 
but also her identity and sense of belonging to a family and society, which resulted in 
diminished self-image. Gonjetso reported that her mother, possibly anticipating her 
untimely death and being a teacher by profession, kept on motivating Gonjetso to work 
hard in school, to be self-reliant, responsible and look after her siblings. Her mother 
believed that if Gonjetso attached value to her life, she would have a meaningful mark 
in her clan like her mother who was the only educated woman in her village. This 
maternal inspiration enabled Gonjetso to look at life positively, to accept her HIV status, 
and provided a powerful influence on her self-determination to become goal oriented 
and excel academically. 
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Following the death of her mother, Gonjetso and her two siblings were sent to stay in 
the village with their aunt who had six children (three married with their own families, 
one school drop-out due to pregnancy and two in school). Gonjetso indicated that her 
aunt relied on subsistence farming and was finding it difficult providing for their basic 
survival needs. Gonjetso stated that despite her mother securing funds for the 
advancement of her studies, these were used within a year for home management as 
her aunt lacked resources. Although Gonjetso pursued her studies at a community day 
secondary school, she still dropped out of school as her aunt struggled to meet her 
academic costs.  
Gonjetso has been accessing care at Chiyembekezo Centre for three years and Ms 
Mbenu, her service provider (aged 37, single, Enrolled Nurse/Midwife) has been in 
contact with Gonjetso for all of that time. When Ms Mbenu, took note of GŽŶũĞƚƐŽ ?Ɛ
need around her academic situation, the centre successfully secured her a place at 
Takulandirani Boarding Secondary School (mixed gender) supported by a government 
bursary through the District Education Office. Mr Tambula, the headmaster at the 
school (aged 49, and responsibly for 625 students  W between the ages of 14 to 19) and 
the caregiver in this case, described Gonjetso as one of his form three needy students 
and acknowledged her struggles to earn a living.  
'ŽŶũĞƚƐŽ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
 
 
 
 
 
 
 
Mr Tambula  W caregiver & 
headmaster in her boarding 
school  
Gonjetso 
'ŽŶũĞƚƐŽ ?ƐĂƵŶƚ
(older sister to her 
mother) 
'ŽŶũĞƚƐŽ ?Ɛ
younger siblings 
aged 10 & 5 years 
'ŽŶũĞƚƐŽ ?ƐŵŽƚŚĞƌ
dead  W HIV-related 
illness 
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Mr Tambula indicated that although Gonjetso lacked financial resources, and had 
encountered delayed academic progression as a result of her illness and lack of school 
fees, she was determined to achieve academic excellence. She became one of the best 
students at her school and was made the library prefect. Gonjetso reported that though 
she encountered several challenges, she was determined to achieve her overarching 
goal of becoming a caretaker for her siblings in a meaningful way through her academic 
and vocational achievements ĂƐƉĞƌŚĞƌůĂƚĞŵŽƚŚĞƌ ?ƐĂƐƉŝƌation. In addition, Gonjetso 
indicated that the continuous support offered by Mr Tambula and Ms Mbenu were 
instrumental in facilitating her success both as the best (top ten) student and a library 
prefect in a gender mixed boarding secondary school. 
Fatsani                                                                                                              
Fatsani is 17 years old, residing in an urban setting with her mother, Mrs Ndazi aged 41 
years, the caregiver in this case. Mrs Ndazi holds a Junior Certificate of Education and is 
the ƚŚŝƌĚǁŝĨĞƚŽ&ĂƚƐĂŶŝ ?ƐĨĂƚŚĞƌ ?ĂďƵƐĚƌŝǀĞƌ ?&ĂƚƐĂŶŝŝƐƚŚĞƐĞĐŽŶĚďŽƌŶŝŶa family of 
five children and the only child perinatally infected with HIV. Fatsani reported that she 
had failed her Junior Certificate Examination at a community day secondary school 
which she attributed to frequent bouts of illness requiring hospitalisation. Fatsani 
reported that she tested HIV positive at the age of 13, and she expressed finding it 
difficult to understand this when her siblings were not infected with HIV. She described 
being hospitalised for over two months, taking TB treatment and ARVs, being bedridden 
for over a year, having a body rash and losing all her hair, all of which was extremely 
distressing and reduced her self-image.  
Fatsani indicated that when she was admitted to hospital, she expected her father to 
care about her illness, but instead her father seemed more interested in his fourth wife 
and ensuring financial stability for her. Fatsani perceived being discriminated by her 
father, who was the main breadwinner in the family. This greatly affected her sense of 
belonging to the family and self-image both financially and emotionally, as she reported 
feeling rejected and deemed unworthy of paternal support and care. Mrs Ndazi 
confirmed that Fatsani had lost interest in her surroundings and that her morale was 
very low since her father had switched his affections. She could not smile at any one 
which suggested that she might be severely depressed. ,Ğƌ ĨĂƚŚĞƌ ?Ɛ ďĞŚĂǀŝŽƵƌ ǁĂƐ
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likely to be attributable to him not wanting to share the stigma of &ĂƚƐĂŶŝ ?Ɛ,/sƐƚĂƚƵƐas 
evidenced by her life-threatening illness. He anticipated that it could lead to exposure 
of his own HIV status, resulting in shame and social isolation. Mrs Ndazi had also been 
concerned about ŚĞƌŚƵƐďĂŶĚ ?ƐƌĞĂĐƚŝŽŶƚŽ&ĂƚƐĂŶŝ ?ƐŝůůŶĞƐƐĂŶĚƚŚĞloss of his love at a 
time when Fatsani was critically ill and this resulted in her hesitation to disclose the HIV 
status to Fatsani. 
&ĂƚƐĂŶŝ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
 
  
 
 
 
Fatsani was a teen club participant and has been accessing care at Chiyembekezo 
Centre for four years. Mr Zidelu, her service provider in this case (aged 26, a clinical 
officer with a Diploma in Clinical Medicine), indicated that several factors contributed to 
&ĂƚƐĂŶŝ ?Ɛ ŶĞŐĂƚŝǀĞ ƐĞůĨ-image. He pointed out her small stature, disrupted family and 
issues around being the only child infected with HIV. He suggested that the neglect 
Fatsani experienced from her father put her in jeopardy of forming unhealthy male 
relationships to boost her self-worth.  
Alindine 
Alindine is 19 years old, residing in rural setting with her aunt, Mrs Monali, who is the 
caregiver in this case (older sister to her mother, an Enrolled Community Health Nurse, 
aged 55, married with three children). Alindine is the last born in a family of two 
children. She reported that her father died in 2001 and her mother died in 2003, when 
Alindine was 10 years old, both from HIV-related illness. Since the death of her parents, 
Alindine has been living with Mrs Monali, whom she described as a very loving, 
supportive mother figure. She felt Mrs Monali was providing all of her basic survival 
needs in the same way as she did for her own child.  
&ĂƚƐĂŶŝ ?ƐƐŝďůŝŶŐƐĂŐĞĚ ? ?
(married), 15 (school 
dropout  Wpregnant) 11 & 8 
in school 
&ĂƚƐĂŶŝ ?ƐĨĂƚŚĞƌ
married a fourth 
wife 
Fatsani 
Mrs Ndazi - caregiver (HIV 
positive) 
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ůŝŶĚŝŶĞ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
  
 
 
 
 
 
Alindine, a teen club participant, has been accessing care at Maziko Centre for six years. 
She reported that she tested HIV positive at the age 13 and expressed feelings of 
bitterness at the result, particularly as HIV infection is associated with immoral 
behaviours. She indicated finding it difficult to understand her HIV status as she had 
never had any sexual contact and that it made her lose interest in many aspects of life 
including her education. Alindine reported missing classes because of severe, chronic 
illnesses such as TB, which made her fall behind in her studies as she was withdrawn 
from boarding school for one full academic year. This delay in academic progression 
made Alindine lose optimism for being able to achieve her goals in life.  
Throughout her interview, Alindine gave the impression that the stigma and 
discrimination she had encountered negatively impacted on her perception of self. The 
community members called her demeaning ŶĂŵĞƐůŝŬĞ ‘young woman using airtime ? ?Žƌ
 ‘ARV grinder ? which negatively impacted on her emotional status and self-image. 
However, she felt that Mrs Yinde, her service provider in this case (aged 45, an Enrolled 
Nurse/Midwife and a counsellor with a Certificate in Youth Friendly Services), helped 
her accept her status and build confidence to identify and achieve her goals in life. 
Alindine believed that DƌƐ DŽŶĂůŝ ?Ɛ ĂŶĚ DƌƐ zŝŶĚĞ ?Ɛ ƐƵƉƉŽƌƚ ĂƐƐŝƐƚĞĚ ŚĞƌto conquer 
the stigma and her academic challenges. She indicated that the psychosocial and 
financial support provided by Mrs Monali and supportive counselling provided by Mrs 
Yinde, helped her make appropriate choices and decisions. Alindine perceived that the 
support reduced her likelihood to succumb to paralysing feelings of self-doubt and 
incompetence, and helped to reinforce her confidence in thoughts and abilities around 
Mrs Monali - caregiver (HIV 
positive) married with three 
children ages 28, 26 & 23 (the last 
born HIV infected) 
ůŝŶĚŝŶĞ ?ƐŽůĚĞƌ
sister aged 24 & 
HIV negative  
Alindine 
ůŝŶĚŝŶĞ ?ƐĨĂƚŚĞƌ ?
mother dead with 
HIV-related illness 
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positive choices, as she resisted peer pressures towards conformity. Alindine completed 
ŚĞƌ DĂůĂǁŝ ^ĐŚŽŽů >ĞĂǀŝŶŐ ĞƌƚŝĨŝĐĂƚĞ ĂŶĚ Ă ƚǁŽ ǇĞĂƌ ƚĞĂĐŚŝŶŐ ĐŽƵƌƐĞ Ăƚ dĞĂĐŚĞƌƐ ?
Training College which she said had completely changed her outlook in life and enabled 
her to become a primary school teacher. 
Chitsanzo 
Chitsanzo is 19 years old, married with a baby girl (three months old), and resides in a 
ƌƵƌĂů ƐĞƚƚŝŶŐ ǁŝƚŚ ŚĞƌ ŚƵƐďĂŶĚ ? ^ŝŶĐĞ ŚŝƚƐĂŶǌŽ ?Ɛ ŚƵƐďĂŶĚ ǁĂƐ ŶŽƚ ĂǁĂƌĞ ŽĨ ŚĞƌ ,/s
status, she asked her younger sister, Mrs Mbalume, to be a caregiver in this case. Mrs 
Mbalume aged 28, is married with three children and is a business lady with a Malawi 
School Certificate of Education. Chitsanzo is the last born child in a family of five 
children and she lost both parents at the age of nine years. She was brought up by her 
older sister, whom she perceived as having a demoralised ŽƵƚůŽŽŬŽŶŚŝƚƐĂŶǌŽ ?ƐĂďŝůŝƚǇ
to lead a meaningful life as reflected by ŚĞƌƉƌĞĚŝĐƚŝŽŶƐŽĨŚŝƚƐĂŶǌŽ ?ƐƵŶƚŝŵĞůǇĚĞĂƚŚ ?
possibly because she was often sick. Chitsanzo expressed feelings of distress for being 
marginalised by her older sister. Chitsanzo pointed out that her older sister struggled to 
ĐŽŶĐĞĂůŚŝƚƐĂŶǌŽ ?Ɛ,/sƐƚĂƚƵƐĨƌŽŵŶĞŝŐŚďŽƵƌƐĂŶĚƌĞůĂƚŝŽŶƐĨŽƌĨĞĂƌŽĨƐŽĐŝĂůƌĞũĞĐƚŝŽŶ, 
ŝŶĐůƵĚŝŶŐƚŚĂƚŽĨŚĞƌĨĂŵŝůǇ ?ďƵƚŝƚǁĂƐĚŝĨĨŝĐƵůƚďĞĐĂƵƐĞŽĨŚŝƚƐĂŶǌŽ ?ƐǀŝƐŝďůĞ,/sŵĂƌŬƐ
(stunted growth, negative facial outlook and recurrent infections). Chitsanzo, who was 
not involved with a teen club, expressed feelings of a loss of sense of belonging in her 
ŽůĚĞƌƐŝƐƚĞƌ ?ƐĨĂŵŝůǇ ? Five years later, ŚĞƌůĂƚĞŵŽƚŚĞƌ ?ƐĐŽƵƐŝŶƐƵŐŐĞƐƚĞĚthat Chitsanzo 
came to live with her which was a positive experience during which she felt loved. 
However, she failed her Junior Certificate Examination and according to the school 
rules, she could not repeat the exam at the same school and hence had to move to stay 
with her younger sister to repeat the class. Chitsanzo described her younger sister as 
very loving and supportive, though she was struggling financially as she only had a small 
scale business, selling second hand clothes.  
  
136 
 
ŚŝƚƐĂŶǌŽ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
 
 
 
 
 
 
 
 
Chitsanzo has been accessing care at Yankho Centre for four years. Mr Malido, her 
service provider in this case (aged 37 and an HIV counsellor with a Malawi School 
Certificate of Education), indicated that Chitsanzo reluctantly visited the clinic for 
ĚŽĐƚŽƌ ?Ɛ ĂƉƉŽŝŶƚŵĞŶƚƐ. He reported that Chitsanzo seemed to be embarrassed about 
her HIV status. Instead, Mrs Mbalume used to collect the ARVs on her behalf. However, 
Chitsanzo stated that the change in her facial appearance limited her social associations 
and interactions particularly with female peers who were teasing her. Hence, she 
reported engaging in three sexual relationships consecutively, including married men, 
for love, acceptance and financial support, which promoted her self-image. Chitsanzo 
indicated that male relationships had exposed her to unsafe sexual practices which 
resulted in a pregnancy with a married man. They agreed to terminate the pregnancy at 
a clinic in order to preserve his marriage. Six months after termination of the first 
pregnancy, Chitsanzo got pregnant again with another married man who refused to 
accept any responsibility. As such, she found a third partner, who married her and 
adopted the child she was carrying (pregnancy), which is unusual in Malawi. 
  
Mrs Mbalume  W caregiver 
married with three children 
(ages 8, 4 & 1)  
Chitsanzo 
(married with a child 
ŚŝƚƐĂŶǌŽ ?ƐŵŽƚŚĞƌ
& father dead 
(unknown cause)  
ŚŝƚƐĂŶǌŽ ?Ɛ
older sister 
ŚŝƚƐĂŶǌŽ ?ƐŽůĚĞƌƐŝďůŝŶŐƐ
aged 34, 31, 28 & 24 (all 
married) 
ŚŝƚƐĂŶǌŽ ?ƐůĂƚĞ
ŵŽƚŚĞƌ ?ƐĐŽƵƐŝŶ 
ŚŝƚƐĂŶǌŽ ?Ɛ
husband - not 
aware of her HIV 
status 
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Chitsanzo indicated that fear of having the relationship terminated and loss of her 
source of financial support compelled her to keep her HIV status a secret to all her 
sexual partners, including the man that married her. Non-disclosure of her HIV status 
meant that her sexual partners were not inclined to use a condom. ŚŝƚƐĂŶǌŽ ?ƐĐĂƐĞis 
typical of the challenges young women face in disclosing their HIV status to significant 
others, including sexual partners, for fear of social exclusion and deprivation of the 
support they desperately need. All participants in this case had a follow-up interview 
three months after the baby was born to explore how Chitsanzo and the baby were 
managing and how they had dealt with disclosure of her HIV status to her husband.  
Tawina 
Tawina is 18 years old, living in a rural setting with her uncle, Mr Menda aged 39 years 
and a caregiver in this study. Tawina is the last born in a family of four children. Her 
mother died when Tawina was young, and since then she has been staying with her 
father and her stepmother, who brought her own two children to the family home. 
Tawina felt loved by her father but felt that her stepmother was ill-treating her. She 
reported facing hard times when her father was imprisoned after being implicated in 
money theft. She indicated that her stepmother treated her differently compared to her 
own two biological children and that she could not provide for dĂǁŝŶĂ ?Ɛ basic survival 
needs. This was attributed to the view that her stepmother did not want to share the 
stigma of dĂǁŝŶĂ ?Ɛ ,/s ƐƚĂƚƵƐ ǁŚŝĐŚ ǁĂƐ ĐŽŶƐƉŝĐƵŽƵƐ ďǇ ŚĞƌ ƐŬŝŶ ĐŽŶĚŝƚŝŽŶ (verruca 
vulgaris). This created a painful situation for Tawina as she experienced parental 
rejection and feelings of a diminished sense of belonging to the family. As such, Tawina, 
who was not involved with a teen club, reported having her first sexual relationship at 
the age of 14 in 2008, and by 2012 she had her fifth sexual partner consecutively. In this 
context, Tawina ?ƐĞǆƉĞƌŝĞŶĐĞƐƚƌŽŶŐůǇĚĞŶŽƚĞƐƚŚĂƚƐĞĞŬŝŶŐůŽǀĞĂŶĚĂĐĐĞƉƚĂŶĐĞŝƐŽŶĞ
of the factors that influenced Tawina to engage in male relationships as she coped with 
her difficult situation. Tawina reported that at the age of 15, her uncle took over her 
caring responsibility after getting reports that she was being ill-treated by her 
stepmother. Tawina perceived that her uncle was very loving despite her visible physical 
marks.  
138 
 
However, despite pursuing her studies at a community day secondary school, Tawina 
dropped out of school in form three because her uncle struggled to afford her academic 
and essential clothing costs. While both Mr Menda and Mr Pamba, her service provider 
(a male Nurse/Midwife Technician aged 25) at Yankho Centre, concurred that Tawina 
came from a poor family with limited support systems, Mr Pamba also perceived that 
Tawina dropped out of school due to social exclusion by peers as a result of her visible 
skin condition. 
dĂǁŝŶĂ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
  
 
 
 
 
 
 
Within the community, Tawina reported receiving discriminatory remarks like being 
ĐĂůůĞĚ  ‘Ăn ZsƐ ŐƌŝŶĚĞƌ ? ďǇ ƉĞĞƌƐ. This caused emotional trauma and negatively 
impacted on her schooling. Tawina gave the impression of feeling devalued in the eyes 
of others and began to experience emotional isolation. Feelings of rejection resulted in 
Tawina developing a coping mechanism of secrecy and she maintained social 
interactions only with those individuals whom she considered to be safe and 
trustworthy. In this context, Tawina downplayed the dangers of male relationships to 
boost her self-image. 
  
Mr Menda  W caregiver 
 ?dĂǁŝŶĂ ?ƐƵŶĐůĞ ) 
dĂǁŝŶĂ ?ƐŽůĚĞƌ
siblings aged 26, 24, 
and 21 - HIV negative 
& married 
Tawina 
dĂǁŝŶĂ ?ƐŵŽƚŚĞƌ
dead (cause 
unknown) 
dĂǁŝŶĂ ?ƐĨĂƚŚĞƌŵĂƌƌŝĞĚ
a second wife (with two 
children aged 12 & 8)  
dĂǁŝŶĂ ?ƐĨĂƚŚĞƌ
imprisoned 
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Zaiwo 
Zaiwo is 19 years old with a baby and resides in an urban setting with her mother, Mrs 
Zangawe aged 48 (a widow and a businesswoman running a restaurant) who is a 
caregiver in this case. Zaiwo is the ninth born and only surviving child in her family. Mrs 
ĂŶŐĂǁĞƌĞƉŽƌƚĞĚƚŚĂƚĂŝǁŽ ?ƐĨĂƚŚĞƌĚŝĞĚŽĨŵĂůĂƌŝĂ ?TB and herpes zoster when Zaiwo 
was four years old. Mrs Zangawe indicated that Zaiwo had stunted growth and at the 
age of three years was commenced on combination ARV and TB therapy to which she 
responded positively.  
 
ĂŝǁŽ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
 
 
 
 
 
 
 
 
 
Zaiwo, a teen club participant has been accessing care at Maziko centre for 11 years. 
She reported knowing her HIV status at the age of eight years. She felt that being 
counselled together with her mother helped her to accept her HIV status and look at life 
positively as they mutually supported each other. However, Mrs Zangawe reported that 
Zaiwo became pregnant at the age of 14 years, but because of her HIV status and small 
stature, the service providers suggested termination of the pregnancy, which was done 
successfully. They opted for the termination in order to avoid complications associated 
with early child bearing in small stature. A year later, Zaiwo conceived again but this 
time Mrs Zangawe refused to give consent for termination of the pregnancy. She 
perceived that allowing Zaiwo to have a baby would possibly reduce the occurrence of 
successive pregnancies. However, Ms Benga, her service provider (a Nurse/Midwife 
Zaiwo                
(has an HIV negative 
baby boy, 15 months 
old) 
ĂŝǁŽ ?ƐĨĂƚŚĞƌ
dead  W HIV-
related illness 
ĂŝǁŽ ?ƐĞŝŐŚƚŽůĚĞƌƐŝďůŝŶŐƐĚĞĂĚ 
 Birth Cause of death Age at 
death 
1
st
  1978 Drowned  14 
2
nd
  1980 Drowned  12 
3
rd
  1982 Pneumonia  1 
4
th
  1984 Malaria 9 
5
th
  1986 Collapsed  10 
6
th
  1988 Malaria  7 
7
th
  1989 Abnormal birth A day 
8
th
  1991 Malaria/diarrhoea 6 
Mrs Zangawe - caregiver 
(HIV positive) 
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Technician aged 33), who had been in contact with Zaiwo for two years, perceived that 
Zaiwo became pregnant twice possibly because the young man was taking advantage of 
her learning difficulties. FƌŽŵ ĂŝǁŽ ?Ɛ ƉĞƌƐƉĞĐƚŝǀĞ ?as she felt that she was not 
responsible for her HIV infection, that in turn her HIV status did not stop her from 
engaging in unhealthy sexual relationships. Mrs Zangawe had turned a blind eye to 
ĂŝǁŽ ?Ɛ ƌĞůĂƚŝŽŶƐŚŝƉƐ ǁŝƚŚ ŵĞŶbecause she felt she was being blamed by Zaiwo for 
passing the virus on to her.  
Tamando  
Tamando is 17 years old, married with a one year old child and resides in an urban 
setting with her husband, Mr Mwendo aged 28, a businessman with a Diploma in 
Marketing and a caregiver in this case. Tamando is the second born in a family of six 
children. Tamando, a teen club participant, has been accessing care at Maziko Centre 
for seven years. She reported having tested HIV positive at the age of 10 years. She 
believed that counselling and participating in a teen club helped her to cope with her 
HIV status. However, Tamando reported dropping out of school in form one due to 
becoming pregnant and got married at the age of 15 years to Mr Mwendo, who was the 
father of her child. Tamando did not breast feed her child to reduce HIV transmission.  
dĂŵĂŶĚŽ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
 
  
 
 
 
 
 
  
Tamando               
(married & has a one year 
old HIV negative baby)  
Mr Mwendo - caregiver 
 ?dĂŵĂŶĚŽ ?ƐŚƵƐďĂŶĚ,/s
negative) 
dĂŵĂŶĚŽ ?ƐĨĂƚŚĞƌ ?
mother  W HIV positive 
with six children 
First (19) & fifth (7) 
children & her older 
ƐŝƐƚĞƌ ?ƐĐŚŝůĚ ? ? )- HIV 
infected 
Third (14), fourth 
(11) & sixth (4 days) 
children W HIV 
negative 
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Tamando reported being born into an impoverished family. Her father works as a guard 
and being the sole bread winner for the family, survival becomes a major issue. As such, 
Tamando and her older sister (Dalo in this study) were selling cooked fresh groundnuts 
at the market to earn a living, which they were supplementing with money gained from 
sexual partners. Mr Mwendo indicated that he became trapped in the situation as he 
rendered financial assistance to Tamando. Mr Mwendo reported that he was 
supporting Tamando so that she could progress with her studies instead of having to 
earn a living from the age of ten. Since his plans to help keep Tamando in school did not 
succeed, Mr Mwendo decided to marry her, which Tamando was in agreement with. As 
dĂŵĂŶĚŽ ?Ɛ ƉĂƌĞŶƚƐwere living in poverty and had to provide nutritional and medical 
expenses for the six HIV infected family members, they turned ĂďůŝŶĚĞǇĞƚŽdĂŵĂŶĚŽ ?Ɛ
risky sexual activities. Her ƉĂƌĞŶƚƐďĞĐĂŵĞƉŽǁĞƌůĞƐƐƚŽĐŽŶƚƌŽůdĂŵĂŶĚŽ ?ƐĞĂƌůǇsexual 
behaviours since Mr Mwendo took over the caring responsibility as he provided 
financial support to entire family. Mr Mwendo reported having a barber shop, two 
benches for selling goat meat and was lending money to contractors, which made him 
capable of financially supporting Tamando and her family. Mrs Khambi was dĂŵĂŶĚŽ ?Ɛ
service provider in this case, (an Enrolled Nurse/Midwife, aged 53 years), who had been 
in contact with Tamando for three years. She ďĞůŝĞǀĞĚƚŚĂƚdĂŵĂŶĚŽ ?ƐĞĂƌůǇmarriage 
and child bearing (at the age of 15) was attributed to her dependence on Mr Mwendo 
for personal and financial security.  
Dalo 
Dalo is 19 years old, living in an urban setting with her husband, and is an older sister to 
Tamando. She is the first born child in a family of six children. Dalo reported that she 
tested HIV positive at the age of 12 years at Maziko Centre. With counselling and 
participation in teen club, she accepted her HIV status. Dalo perceived that life had 
been difficult for her family particularly because finding enough to eat was a constant 
struggle, so she dropped out of school at primary education level to assist her parents 
earn a living through selling cooked fresh groundnuts. Dalo also reported doing other 
piecemeal works from the age of 12 years to raise capital for her groundnuts business. 
She became pregnant at the age of 15 years by a married man who took her as a second 
wife, but this husband died two years later. Dalo now has a four year old daughter who 
tested HIV positive at six months old. She reported getting married to another man with 
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whom she had a second child, but that child died of HIV-related illness at the age of ten 
months. Her second husband deserted her after discovering that she was HIV positive. 
DƌƐ DǁĂƚŝƉĂ ? ĂůŽ ?Ɛ ŵŽƚŚĞƌ ĂŶĚ ƚŚĞcaregiver in this case (a housewife, aged 38), 
asserted that they struggle to get food for the day. Mrs Mwatipa further reported that 
ĂůŽ ?ƐĨĂƚŚĞƌǁŽƌŬƐĂƐĂŐƵĂƌĚĂŶĚǁŚĂƚŚĞĞĂƌŶƐĚŽĞƐŶŽƚŵĞĞƚƚŚĞĨĂŵŝůǇ ?ƐĨŝŶĂŶĐŝĂů
needs. 
ĂůŽ ?ƐĨĂŵŝůǇƐƚƌƵĐƚƵƌĞ 
 
 
  
 
 
 
 
 
 
 
 
Dalo ?Ɛ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ? DƌƐ EŐĂŶǇĂ (a nursing officer aged 62), had been in contact 
with her for over six years. She complained that Dalo, despite caring little about her first 
child, still wanted to bear children whenever she found a sexual partner. Mrs Mwatipa 
had taken over caring for ĂůŽ ?Ɛ first child. This was due to lack of proper maternal care, 
exemplified by the fact that ƚŚĞĐŚŝůĚ ?Ɛ ARV therapy had to be changed to regimen 2  W
Zidovudine (AZT) 60mg/Lamivudine (3TC) 30mg/Nevirapine (NVP) 50mg following on 
Dalo                 
(married to a fourth 
partner)  
Mrs Mwatipa                    
ĂůŽ ?ƐŵŽƚŚĞƌ- caregiver 
with six children (both 
parents are HIV positive)  
ĂůŽ ?ƐĨŝƌƐƚďŽƌŶĐŚŝůĚ
 W HIV positive (four 
years) 
Second (17) & fifth 
(7) born - HIV 
positive 
Third (14), fourth (11) 
& sixth (4 days old) 
born  W HIV negative 
Second born 
child dead  W HIV-
related illness 
Dalo living with 
fourth sexual 
partner (not aware 
of her HIV status 
First husband 
dead (HIV-
related illness) 
Second husband 
deserted her after 
discovering her HIV 
status 
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from resistance caused by poor adherence to regimen 1. The child also suffered from 
malnutrition and was successfully treated with vita-meal and plumpy nuts
18
.  
However, Dalo told a different story. She kept on complaining of being born into an 
impoverished family and finding it difficult to secure her basic survival needs. Hence, 
Dalo reported engaging in sexual relationships for love and financial support. Currently 
she was living with a fourth partner whom she had been married to ĨŽƌĂŵŽŶƚŚ ?ĂůŽ ?Ɛ
case illustrates a life full of hardships for a young woman, with multiple factors affecting 
her daily living and exposing her to risky sexual activities, particularly with older or 
married men, who symbolise power. Similarly, her parents seemed to turn a blind eye 
to her sexual behaviours, or were powerless to control her risky sexual behaviour, 
ƉŽƐƐŝďůǇ ďĞĐĂƵƐĞ ƚŚĞ ĨĂŵŝůǇ ƌĞůŝĞĚ ŽŶ ŚĞƌ ĨŽƌ ĨŝŶĂŶĐŝĂů ƐƵƉƉŽƌƚ ? ĂůŽ ?Ɛdesire to have 
more children whenever she found a sexual partner could be based on many reasons. It 
is evident that Dalo was enduring hard times and possibly she just wanted to be loved 
or was using pregnancy as a strategy to maintain her sexual relationship thus securing 
her financial support.   
Tanyada  
Tanyada is 16 years old, residing in an urban setting with her parents, Mr and Mrs 
Mipando aged 48 and 40 respectively, who are both HIV positive and caregivers in this 
case. Mr Mipando works as a policeman and Tanyada is their first born in a family of 
three children. Tanyada has been accessing care at Chiyembekezo Centre and reported 
that she tested HIV positive at the age of 10 years but her parents and her service 
provider (Mr Nandi, aged 37, a clinical officer with a Diploma in Clinical Medicine) did 
not disclose the status to her because she was very sick.  
  
                                                     
18
 Plumpy nut is a peanut -based paste packed with calories and vitamins in a plastic wrapper for 
treatment of severe acute malnutrition or that is specially formulated to feed starving children. 
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dĂŶǇĂĚĂ ?ƐĨĂŵŝůǇƐƚƌƵcture  
 
  
 
 
 
Tanyada commenced ARV therapy, but developed TB and had to discontinue taking 
ARVs to start TB treatment. When she was able to recommence first-line ARVs, Tanyada 
ƌĞƐƉŽŶĚĞĚ ŶĞŐĂƚŝǀĞůǇ ĂŶĚ ďŽƚŚ Dƌ EĂŶĚŝ ĂŶĚ Dƌ DŝƉĂŶĚŽ ƌĞƉŽƌƚĞĚ ƚŚĂƚ dĂŶǇĂĚĂ ?Ɛ
condition severely deteriorated as she developed body sores and wasting along with 
sight and hearing problems. Mr Nandi indicated that the initial treatment plan of 
stopping ARVs to start TB treatment likely contributed tŽdĂŶǇĂĚĂ ?ƐƌĞƐŝƐƚĂŶĐĞƚŽĨŝƌƐƚ-
line ARVs (Stavudine (d4T) 30mg/3TC 150mg/NVP 200mg). This resulted in deterioration 
of her mental capabilities and significantly derailed her academic progress and 
performance. However, after being shifted to second-line ARVs (Tenofovir (TDF) 
300mg/3TC 300mg + Lopinavir/ritonavir (LPV/r) 200/50mg), Tanyada improved 
tremendously and returned to school, though visible marks on her skin remained, in 
addition to ƐŝŐŚƚĂŶĚŚĞĂƌŝŶŐƉƌŽďůĞŵƐ ?DƌEĂŶĚŝĂŶĚŚĞƌƉĂƌĞŶƚƐĚĞƐĐƌŝďĞĚdĂŶǇĂĚĂ ?Ɛ
recovery as a miracle and a success story in HIV management because she has not been 
subsequently been admitted to hospital. 
Nevertheless, Tanyada reported encountering social exclusion in her neighbourhood 
and at school. Mr Mipando affirmed that his family was experiencing social rejection 
from friends and neighbours ďĞĐĂƵƐĞƚŚĞƉĂƌĞŶƚƐ ?,/sƐƚĂƚƵƐǁĂƐƉƵďůŝĐůǇŬŶŽǁŶ. This 
ŝŶĐƌĞĂƐĞĚ dĂŶǇĂĚĂ ?Ɛ ƐĞŶƐĞ ŽĨ ĂůŝĞŶĂƚŝŽŶ ĚƵƌŝŶŐa period when peer support in school 
was a particularly sensitive issue. However, Tanyada perceived that the mutually 
supportive relationship with her parents assisted her to accept her illness and to engage 
in and become involved with meaningful learning activities. Tanyada described her 
relationship with her parents as emotionally fulfilling. She also explained that her part-
time teacher and a very close school friend were extremely understanding and 
Tanyada   
dĂŶǇĂĚĂ ?ƐŵŽƚŚĞƌ ?ĨĂƚŚĞƌ
caregivers (both HIV positive) 
with three children 
Third born (8) HIV 
positive 
Second born (13) 
HIV negative 
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supportive. Both individuals helped her with some school work, especially mathematics 
ĂŶĚ ƐĐŝĞŶĐĞ ĚĞƐƉŝƚĞ ƚŚĞ ƐƚŝŐŵĂ ĂŶĚ ƐŚĂŵĞ ĂƐƐŽĐŝĂƚĞĚ ǁŝƚŚ dĂŶǇĂĚĂ ?Ɛ ,/s ƐƚĂƚƵƐ ? 
Tanyada reported that the support she received from her parents, her teacher and a 
friend gave her the capacity to engage in a meaningful role in her studies, resulting in a 
tremendous improvement in her academic performance. 
4.4 Conclusion 
In summary, tŚŝƐ ƐĞĐƚŝŽŶ ŚĂƐ ƉƌĞƐĞŶƚĞĚ ƚŚĞ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ƉƌŽĨŝůĞƐ ŝŶ ŽƌĚĞƌ ƚŽ ŐŝǀĞ ĂŶ
overview of the individual cases and illustrates some of the similarities and differences 
in the data collected as part of each case. Table 6 provides a summary of the cases and 
pseudonyms for each adolescent, her caregiver and her service provider as used in this 
thesis. The pseudonyms presented in Table 6 are used to represent cases in Chapters 
Five, Six, and Seven.  
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Table 6  Summary of cases and pseudonyms used 
Adolescent Caregiver Relationship Service provider Profession of service providers 
Ziliwe Mrs Botolo Aunt Mr Hanuya HIV Counsellor with Certificate 
in Youth Friendly Services 
Nane Mr Zaneni Father Ms Kando Nurse/Midwife Technician; has 
Certificate in Child Counselling 
Penina Ms Ndengu Aunt Mrs Rwinu Paediatrician 
Ulemu DƐ>ŝŶǇĂŶŐ ?ǁĂ Sister Mr Mbalame Senior Clinical Officer 
Mwatitha Mrs Metani Aunt Mrs Tayenda HIV Counsellor with Certificate 
in Youth Friendly Services 
Gonjetso Mr Tambula Headmaster Ms Mbenu Enrolled Nurse/Midwife  
Fatsani Mrs Ndazi Mother Mr Zidelu Clinical Officer 
Alindine Mrs Monali Aunt Mrs Yinde Enrolled Nurse/Midwife; HIV 
Counsellor with Certificate in 
Youth Friendly Services 
Chitsanzo Mrs Mbalume Sister Mr Malido HIV Counsellor 
Tawina Mr Menda Uncle Mr Pamba Nurse/Midwife Technician 
Zaiwo Mrs Zangawe Mother Ms Benga Nurse/Midwife Technician 
Tamando Mr Mwendo Husband Mrs Khambi Enrolled Nurse/Midwife  
Dalo Mrs Mwatipa Mother Mrs Nganya Nursing Officer 
Tanyada Mr & Mrs 
Mipando 
Parents Mr Nandi Clinical Officer 
 
Out of the fourteen cases, six young women were living with their biological parent/s 
(father/mother), three were married and living with their husbands and five were 
double orphans living with either an aunt, an uncle or a sister. Five young women were 
still attending school (four in secondary school and one in primary school), one was in 
college, one had completed studies at a tertiary level, two dropped out of school (due 
to failed exams and lack of fees) and five have children. The service providers were from 
different health backgrounds such as nursing, medical and social welfare leading to 
acquisition of data from diverse health perspectives.  
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QUALITATIVE FINDINGS 
CHAPTER FIVE 
>K^^E>KE'/E' Pd,/DWdK&,/sKEzKhE'tKDE ?^^E^K&^>& 
 “/ǁĂƐƵƐĞĚƚŽŐŽƚŽƉƌŝǀĂƚĞƐĐŚŽŽů ?ĚĂĚǁĂƐǀĞƌǇůŽǀŝŶŐĂŶĚǁĂƐ
providing for all my needs, but now I cannot even go to a community 
ĚĂǇƐĞĐŽŶĚĂƌǇƐĐŚŽŽů ?ŵǇĨƵƚƵƌĞŝƐůŽƐƚĨŽƌ/ůĂĐŬĨĞĞƐ ? ?(Tawina, 18) 
 “ ? ?/Ĩ/ ?ƚŚĞĚĂĚ )ĚŝĞƚŽĚĂǇ ?ǁŚŽǁŝůůƚĂŬĞŽǀĞƌŚĞƌcaring responsibility 
 ?ŵǇǁŽƌƌǇŝƐǁŚŽǁŝůůƐƚĂǇǁŝƚŚŚĞƌ ?ůŽǀŝŶŐŚĞƌĂƐǁĞĚŽ ? ?                 
(DƌDŝƉĂŶĚŽ ?dĂŶǇĂĚĂ ?ƐĐaregiver, 48) 
5.1 Introduction  
This chapter describes how HIV positive status disrupted ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
ĚĞǀĞůŽƉŵĞŶƚŽĨ ‘ƐĞůĨ ?ĂŶĚƐĞŶƐĞŽĨďĞůŽŶŐŝŶŐŝŶĚŝĨĨĞƌĞŶƚĐŽŶƚĞǆƚƐ ?Many young women 
suffered loss of parental affection and support and disruptions in social networks which 
hindered their psychosocial adjustments and often threatened thĞĚĞǀĞůŽƉŵĞŶƚŽĨ ‘ƐĞůĨ ?
and sense of belonging. The structural realities that shaped their experiences of loss are 
described. Death of a parent or siblings, family disruptions, low academic progression, 
low life satisfaction, negative sense of self-attractiveness, feelings of rejections and 
resentment disrupted ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĨĞĞůŝŶŐƐ ŽĨ ƐĞůĨ-worth and their ability, which 
weƌĞĨƵŶĚĂŵĞŶƚĂůƚŽĂǇŽƵŶŐǁŽŵĂŶ ?ƐŝĚĞŶƚŝƚǇ ?Relationship breakdowns also resulted 
in young women being cared for by foster carers, grandparents, or other family 
members or significant others, who could not satisfy the affection and support needs 
required by the young women. Since networks of social relationships ordinarily 
determine selves, social exclusion characteristically promoted loss of identity.  
This chapter builds on three elements as illustrated by the participants regarding the 
impact of HIV on young women. The first section is constructed to outline the multiple 
losses affecting the young women as they grow up with HIV (see Table 7). The second 
section addresses the psychosocial impacts of a ƉŽƐŝƚŝǀĞ,/sƐƚĂƚƵƐŽŶǇŽƵŶŐǁŽŵĞŶ ?Ɛ
sense of belonging in their foster families and society. This section also illustrates how 
and why the perinatally HIV infected young women are treated differently at family, 
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community levels, and within the health services in different contexts from different 
perspectives. dŚĞ ƚŚŝƌĚ ƐĞĐƚŝŽŶ ŚŝŐŚůŝŐŚƚƐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛexperiences of sadness they 
endured as the result of multiple losses and HIV positive status. Cases are presented 
using pseudonyms and for their relationships with caregivers refer to Table 6 in chapter 
four. Findings are presented with quotes from the participants and some from their 
significant others. 
 
Table 7  Cases to illustrate multiple losses 
 
Name 
 
Age at 
loss 
 
Kind of loss 
 
Living situation 
 
Challenges  
Ziliwe 3 Death of both 
parents 
Lived with grandfather  Lacked maternal care & 
basic survival needs  
 Few 
months 
later 
Death of caregiver 
(grandfather) 
Lived with three uncles for 
3 years 
Lacked proper care  W 
uncles consuming a lot 
of alcohol   
 14 Death of caregiver 
(older aunt & 
uncle) 
Lived with younger aunt & 
had antagonistic kind of 
relationship before being 
ĐŚĂƐĞĚďǇĂƵŶƚ ?ƐŚƵƐďĂŶĚ 
Engaged in sexual 
activities for survival 
until she found a stable 
partner for financial 
security 
 17 Disappearance of 
the stable partner 
when she became 
pregnant 
Lived alone  Struggled to earn a 
living and financial 
security with the baby 
Nane 11 Death of mother  & 
paternal financial 
support 
Living with her uncle (her 
ĨĂƚŚĞƌ ?Ɛ ďƌŽƚŚĞƌ ) ? ŚĂĚ 
antagonistic kind of  
relationship with her step-
mother 
Felt loss of sense of 
belonging to her family  
 18 Sexual partner 
after disclosing her 
HIV status  
Faced gender power 
imbalance as discussed in 
sections 7.3 and 7.4 
Severely depressed 
Penina  10 Death of mother  Living with father & step-
mother with whom had 
antagonistic kind of  
relationship & was sent to a 
boarding school 
Felt loss of sense of 
belonging to the family  
  Friends  Friends rejected her Peers posted her status 
on face book-withdrew 
from boarding to day 
secondary school 
 17 Physical 
attractiveness 
(lipodystrophy) 
Stopped associating with 
peers as they teased her of 
ůŽŽŬŝŶŐ ‘ŽůĚ ? ?
Lost sense of belonging 
to her social groups -felt 
no longer looking 
attractive to young men 
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Name 
 
Age at 
loss 
 
Kind of loss 
 
Living situation 
 
Challenges  
Ulemu  4 Death of mother  Lived with grandmother 
then brother before she 
moved to live with aunt 
Lacked financial support 
& sexually harassed by 
ĂƵŶƚ ?ƐŚƵƐďĂŶĚ 
 15 Physical 
attractiveness (big 
abdomen & 
breasts) 
Living with aunt who 
teased her of eating too 
much, similarly was teased 
by female peers 
Depressed with 
appearance & engaged 
in business to buy food 
she liked & well-fitting 
clothes; associated with 
boys than girls 
  Loss of memory &  
deteriorating eye 
sight 
Lived with aunt who 
discriminated & stigmatised 
her 
Missed classes for 
weeks & used boys to 
assist her with maths & 
science subjects   
Mwatitha 3 Death of mother & 
younger brother;  
 
Physical 
attractiveness 
Lived with her uncle 
(physically abused)  before 
moving to live with her 
aunt  where she faced 
sexual harassment by her 
ĂƵŶƚ ?ƐŚƵƐďĂŶĚ 
Fully dependent on 
ĂƵŶƚ ?Ɛ ŚƵƐďĂŶĚ ďƵƚ
neglected for whistle 
blowing his sexual 
advances. 
 
Gonjetso  13 Death of mother, 
Reserved funds for 
her academic 
advancement 
Lived with aunt, then in a 
boarding school 
Dropped out of school 
due to lack of school 
fees 
Fatsani  13 Paternal affection 
& support  
Living with her mother,  
hospitalised & bed ridden 
for a year; father left for a 
fourth wife  
Felt neglected by father, 
severely depressed & 
lacked paternal support 
  Physical 
attractiveness 
(small stature, loss 
of hair) 
 
Mental capability & 
motivation 
Lost interest in her 
surrounding including 
school when her father left 
 
Failed examinations leading 
to the need to repeat 
classes 
Engaged in sexual 
relationships to boost  
her self-worth 
 
Dropped out of school 
 15 
 
 
16 
First sexual partner 
after disclosing her 
HIV status 
Third sexual 
partner after 
collecting condoms 
from HIV centre 
Faced gender power 
imbalance as discussed in 
sections 7.3 and 7.4 
Severely depressed & 
found a second partner 
 
 
Found a fourth partner 
Alindine 10 
 
17 
Death of mother  
 
Sexual partner for 
fear of being 
discovered HIV 
positive 
 
 
Living with her aunt Reduced number of 
peers 
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Name Age at 
loss 
Kind of loss Living situation Challenges  
Chitsanzo  9 Death of both 
parents 
Lived with older sister Felt marginalised & 
sought acceptance & 
love through male 
relationships 
  Mental capability & 
motivation 
Failed examinations leading 
to the need to repeat 
classes  
Dropped out of school  
  Physical 
attractiveness        
( ‘ĨĂĐĞ ŽĨ /^ ?-  
negative facial 
outlook & stunted 
growth) 
Her sister struggled to 
conceal her status from 
others as discussed in 
section 5.3.1 
Reluctantly visited 
hospital & engaged 
sexual relationships to 
boost self-worth 
Tawina  Very 
young  
Death of her 
mother 
Lived with father & step-
mother with whom she had 
antagonistic kind of  
relationship  
Felt loss of sense of 
belonging to the family  
  Imprisonment of 
her father   
Lived with step-mother 
who treated her differently 
to her biological children 
Felt loss of sense of 
belonging to the family 
& sought acceptance 
outside the family unit 
  Physical 
attractiveness 
(verruca vulgaris) 
Stigmatised by step-mother 
& community members 
Faced social isolation &  
lost friends hence loss 
of belonging to society 
Zaiwo  4  Death of father and 
eight older siblings 
Living with her mother  Felt lonely and loss of 
personal security 
  Mental capability & 
motivation 
Mother spending most of 
her time at restaurant 
(business) 
Impregnated twice  W 
first at age 14 then a 
year later 
 14 Lost first pregnancy 
(therapeutic 
abortion) 
Had a small stature which 
was perceived as risk factor 
by service providers 
Conceived again at age 
15 for she believed was 
her right to engage in 
sexual relationships 
Tamando 10 Financial  support 
 
 
 
 
 
Second pregnancy 
 W aborted due to 
reduced pregnancy 
interval 
Lived with her  parents but 
unable to provide for her 
needs; living with her 
husband 
 
Faced gender power 
imbalance as discussed in 
sections 7.3 and 7.4 
Early marriage & child 
bearing at the age of 15 
years; became pregnant 
six months after 
delivery of her first child 
due to struggles on 
condom use; her child & 
husband are HIV 
negative 
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Name Age at 
loss 
Kind of loss Living situation Challenges  
Dalo 11 Financial  support 
 
Death of first 
husband & second 
child 
 
Second husband 
divorced her due to 
positive  HIV status  
Lived with her  parents but 
unable to provide for her 
needs; lived with first 
husband as second wife (at 
the age of 15 years); back 
to parents;  living with 
fourth sexual partner 
Early child bearing (15 
years); first child is HIV 
positive; lost first 
husband & second child 
to HIV related illness.  
Tanyada 10 Mental capability & 
motivation;  
 
Deteriorating eye 
sight & sense of 
hearing 
Living with her parents Could not pass 
examinations but with 
involvement of part-
time teacher & her best 
friend, her academic 
potential was 
unleashed.  
 
5.2 Losses  
All participants had suffered bereavement or diverse forms of loss. The experiences of 
loss were shaped by stigma, limited capacities and adult support networks in foster 
families. Stigma exacerbated the effects of bereavement and hindered psychosocial 
adjustments. The young women encountered both recurrent and cumulative losses. 
These included loss of parental affection and support, loss of physical attractiveness and 
disruptions in or loss of friendships and social support networks; they were thus left to 
endure these many types of loss and the associated agony on their own. This affected 
their functioning, social status and physical outlook, which often threatened the 
development of  ‘ƐĞůĨ ?ĂŶĚƐĞŶƐĞŽĨďĞůŽŶŐŝŶŐƚŽƚŚĞĨĂŵŝůǇ, peers and society.  
5.2.1 Loss of parental affection and support 
The loss of affection and support from parents or significant others created feelings of 
disconnectedness from family among the young women as they moved to foster 
families. This led to diminished sense of belonging to a family and greatly affected their 
functioning, as well as their personal and social identity as young women. Ziliwe, Ulemu, 
Mwatitha, Tawina and Chitsanzo lost either both parents or one parent when they were 
very young. All had moved on several occasions to foster families, which included living 
with extended family members (e.g. grandparents or step-parents) who were unable to 
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satisfy their affection and support needs. Loss of intimate parental relationships and 
ƐƵƉƉŽƌƚ ǁĂƐ ƌĞƉŽƌƚĞĚ ĂƐ ĚŝƐƌƵƉƚŝŶŐ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?ƐĨĞĞůŝŶŐƐ ŽĨ ƐĞůĨ-liking, self-
acceptance, self-worth and diminishing their ability to participate in social groups.  
 “dŚŝƐŝůůŶĞƐƐŝƐǀĞƌǇĚĞƉƌĞƐƐŝŶŐ ?/ĂůǁĂǇƐĂƐŬ ?ǁŚǇĚŝĚŵǇƉĂƌĞŶƚƐĚŝĞůĞĂǀŝŶŐ
ŵĞ ǀĞƌǇ ǇŽƵŶŐ ǁŝƚŚŽƵƚ ƚŚĞŝƌ ůŽǀĞ ĂŶĚ ĐĂƌĞ ? / ?ŵ ƐƵĨĨĞƌŝŶŐ ĂůŽŶĞ ǁŝƚŚŽƵƚ
anyone caring about me; I ĚŝƐůŝŬĞƚŚŝƐŵŝƐĞƌĂďůĞůŝĨĞ ? ? ?ŝůŝǁĞ ? ? ? ) 
 “DǇ ŵŽƚŚĞƌ ĚŝĞĚ ǁŚŝůĞ / ǁĂƐ ǇŽƵŶŐ ĂŶĚ ŵǇ ĨĂƚŚĞƌ ŵĂƌƌŝĞĚ ĂŶŽƚŚĞƌ
ǁŽŵĂŶ ? ?/ǁĂƐliving with my father and my stepmother until 2009, when I 
lost my father to imprisonment; it was difficult living with my stepmother; life 
ďĞĐĂŵĞŵĞĂŶŝŶŐůĞƐƐƚŽŵĞ ?ƐŚĞŶĞǀĞƌůŽǀĞĚŵĞ ? ? (Tawina, 18)  
Some young women like Gonjetso and Tawina placed an overwhelming emphasis on 
ƚŚĞŝƌ ĨŽƌŵĞƌƐĞůĨ ?ĂƉŽƐŝƚŝŽŶǁŚŝĐŚ ƚŚĞǇǀŝĞǁĞĚĂƐ ‘ŶŽƌŵĂů ?ĂŶĚŵŽƌĞĂĐĐĞƉƚĂďůĞ ?dhis 
led them to desire a return to their former self. They acknowledged this was unrealistic 
as they experienced lack of adult support networks and social exclusion leading to loss 
of the happy times they used to enjoy with their parents before death and 
imprisonment (respectively).  
 “/ was used to go to private school, dad was very loving and was providing 
for all my needs, but now I cannot even go to a community day secondary 
ƐĐŚŽŽů ?ŵǇĨƵƚƵƌĞŝƐůŽƐƚĨŽƌ/ůĂĐŬĨĞĞƐ ? ?(Tawina, 18) 
  “In town, mum was providing for all our needs, now mum is gone, we have 
ƚŽĨĂĐĞ ŝƚ ? ŝƚ ?ƐŶŽƚĞĂƐǇ ůŽƐŝŶŐŵƵŵ ?Ɛ ůŽǀĞǁŚĞŶ /ŶĞĞĚŚĞƌƉƌĞƐĞŶĐĞŵŽƐƚ. I 
believe if I do well in school, I will manage to give my sister and my brother 
the good time we used to have with mum ? ?(Gonjetso, 16)  
Reflecting on their sentiments, both Gonjetso and Tawina described the death of their 
parents as loss of parental affection, support, financial security, personal and social 
identity leading to diminished self-worth. Similarly, Tanyada, whose parents were often 
sick, expressed fear of losing them to AIDS and raised concern that no-one would be left 
to care for her and her siblings. This fear of untimely death and succession plan for 
caring responsibility was also shared by her father, Mr Mipando. 
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 “ ? ?ŝĨ /  ?ƚŚĞ ĚĂĚ ) ĚŝĞ ƚŽĚĂǇ ? ǁŚŽ ǁŝůů ƚĂŬĞ ŽǀĞƌ ŚĞƌ ĐĂ ŝŶŐ ƌĞƐƉŽŶƐŝďŝůŝƚǇ ?
Issues of visiting the clinic or taking drugs is not a problem but my worry is 
ǁŚŽ ǁŝůů ƐƚĂǇ ǁŝƚŚ ŚĞƌ ? ůŽǀŝŶŐ ŚĞƌ ĂƐ ǁĞ ĚŽ ? ? (Dƌ DŝƉĂŶĚŽ ? dĂŶǇĂĚĂ ?Ɛ
caregiver, 48)  
Both DƌDŝƉĂŶĚŽĂŶĚDƌƐĂŶŐĂǁĞ ?ĂŝǁŽ ?ƐĐĂƌĞŐŝǀĞƌ )ĂĐŬŶŽǁůĞĚŐĞĚƚŚĂƚĚƵƌŝŶŐƚŚĞ
period of the terminal illness, their ability to provide for their children was diminished. 
They felt that while the young people are in need of care, the ill parents need support 
to live longer and affectionately support their HIV infected children. They expressed the 
view that lack of the support makes the young people prone to exacerbated stigma and 
vulnerability as they struggle to support their sick parents or earn a living. They shared 
concerns about what would happen if they died with no-one to take care of their 
surviving children. Mrs Zangawe described the loss of her husband and eight children to 
various illnesses and physical accidents as a catastrophe and wished if she could live 
longer despite her positive HIV status to take care of her only daughter (Zaiwo) and her 
grandchild. 
 “ ? ?Ăŵ ĂŶǆŝŽƵƐ ĂďŽƵƚ ǁŚŽ ǁŽƵůĚ ƌĞŵĂŝŶ ǁŝƚŚ ŵǇ ŽŶůǇ ĐŚŝůĚ ĂŶĚ ŵǇ
grandson if I die today; will they be accepted as I do? They need care, only if I 
had support or someone to take care of her; it was a disaster losing my 
husband and my eight children, l ŚŽƉĞĂŵƐƚŝůůĂƌŽƵŶĚƚŽůŽŽŬĂĨƚĞƌƚŚĞƚǁŽ ? ?
(DƌƐĂŶŐĂǁĞ ?ĂŝǁŽ ?ƐĐaregiver, 48) 
However, Zaiwo and Fatsani expressed concern over the loss of parental affection and 
ƉƌĞƐĞŶĐĞ ?ĂŝǁŽ ?ƐŵŽƚŚĞƌ ?DƌƐĂŶŐĂǁĞ, indicated that her absence was linked to her 
low socio-economic status and lack of support networks as a single parent. As such, she 
had to spend much of her time doing business at the restaurant to earn a living, hence 
restricting her parental role. &ĂƚƐĂŶŝ ?Ɛ ĨĂƚŚĞƌmarried a fourth wife while Fatsani was 
hospitalised. These cases signified that the caring role was placed on women and 
created imbalances in the caring responsibilities, like in the case of Fatsani, in which her 
father was still alive. The feelings of parental neglect were strongly attached to the 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞŶƐĞ ŽĨ ǁŽƌƚŚ ĂƐthey diminished their sense of belonging to the 
family. Loss of paternal affection was also reported to nĞŐĂƚŝǀĞůǇ ĂĨĨĞĐƚ &ĂƚƐĂŶŝ ?Ɛ
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schooling, as she became severely depressed and lost morale for her academic 
endeavour.  
 “ ? ?ŚĞƌĨĂƚŚĞƌ ůĞĨƚƚŚŝƐŚŽƵƐĞ ?ǁŚĞŶƐŚĞǁĂƐŚŽƐƉŝƚĂůŝƐĞĚĂŶĚŝƚǁĂƐůŝŬĞŚĞ
was not interested in taking part in the care of her illness. Since then she lost 
interest in most of the things and does not work hard in class; usually she 
spends so many days before she goes back to school. She felt ignored by her 
own father and I suspected thus why she was never interested in her 
ƐƵƌƌŽƵŶĚŝŶŐ ? ĐŽƵůĚ ŶŽƚ ƐŵŝůĞ Ăƚ ĂŶǇŽŶĞ ĨŽƌ ŽǀĞƌ Ă ǇĞĂƌ ? ? (Mrs Ndazi, 
&ĂƚƐĂŶŝ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? )  
  “/ŵĂŐŝŶĞǁŚŝůĞ/ǁĂƐƐŝĐŬŝŶŚŽƐƉŝƚĂů my father left mum alone, and married 
ĂŶŽƚŚĞƌ ǁŝĨĞ ? ŚĞ ŶĞǀĞƌ ĐĂƌĞĚ ĂďŽƵƚ ŵĞ ? ŝƚ ?Ɛ ƉĂŝŶĨƵůƐĞĞŝŶŐ ŵƵŵ ƐƚƌƵŐŐůŝŶŐ
alone, dad forsook us in hospital, without his support, poor me! Why dad 
doing that to me? It is painful when parents are alive and expected to be 
ĂĐĐŽƵŶƚĂďůĞ ?ƐĞĞŵŶŽƚƚŽĐĂƌĞ ?/ĐŽƵůĚŶ ?ƚƵŶĚĞƌƐƚĂŶĚĨŽƌ/ĚŝĚŶŽƚĐŚŽŽƐĞƚŽ
ďĞ,/sƉŽƐŝƚŝǀĞ ? ? (Fatsani, 17)  
5.2.2 Loss of physical attractiveness 
Young women normally observed and shaped their physical outlook to enhance their 
attractiveness and increase their favourable attention of others, particularly the male 
partners. They perceived that young men when proposing young women for sexual 
relationships were driven by physical attractiveness. As such, though the visible marks 
of HIV infection elicited stigmatization by peers or the society, some young women felt 
insecure in themselves. They seemed to base their self-worth and physical 
attractiveness from others (particularly men) on their appearance. This signified how 
the young women upheld masculine dominance in evaluating or targeting feminine 
physical outlook for sexual advances. For instance, Penina, Ulemu, Fatsani, Chitsanzo, 
Zaiwo and Tawina were devastated with the change in their body image, especially 
upon reaching the age at which they are expected by society to look attractive to men 
as young women. Visible marks like stunted growth/small physique, big abdomen and 
breasts, lipodystrophy and facial hypodystrophy led to dissatisfaction with their 
appearance and hence diminished their self-image. They attributed their altered 
physical outlook to the type of ARVs they were taking. The emotional feelings of not 
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being accepted and fitting in their social groups, particularly among female peers were 
common among most of them and posed a threat to their valued identity as young 
women. It was not only loss of social identity that troubled them, but it was particularly 
traumatic to them that the illness threatened their valued feminine identity, as they 
reflected upon its consequences on their relationships with sexual partners, which 
affected their self-worth.  
 “/ŵĂŐŝŶĞǁŚĞŶ/ŐĞƚŽƵƚŽĨƚŚĞŚŽƵƐĞƚŽĞƐĐŽƌƚŵǇĨƌŝĞŶĚƐ ?ƉĞŽƉůĞĞƐƉĞĐŝĂůůǇ
ǇŽƵŶŐŵĞŶǁŽƵůĚĂƐŬŵĞ ? ‘ǁŚǇĚŽǇŽƵůŽŽŬůŝŬĞĂŶŽůĚǁŽŵĂŶ ? ?tŚĞŶ/ůŽŽŬ
at my face on the mirror am like an old lady, poor me! I have stopped moving 
with my friends because they tease me or young men single me out for 
ůŽŽŬŝŶŐ ůŝŬĞ ƐŽŵĞďŽĚǇ ?Ɛ ŐƌĂŶĚŵĂ ? ŝƚ ?Ɛ devastating; will I ever get a 
boyfriend? ? ?WĞŶŝŶĂ ? ? ? ) 
  “/ ?ǀĞ ůŽƐƚ Ăůů ƚŚĂƚ ďĞůŽŶŐƐ ƚŽ ŵĞ ? ŵǇ ƐŬŝŶ ĐŽŶĚŝƚŝŽŶƉƌĞǀĞŶƚƐ ŽƚŚĞƌƐ ĨƌŽŵ
associating with me; I look different from other girls, the beauty of a young 
woman is not in me; this condition makes me sick, I feel am not attractive to 
ǇŽƵŶŐŵĞŶ ? ? ?Tawina, 18) 
Delay in development of physical features symbolic of womanhood (e.g. breasts and 
menarche) was also acknowledged as creating a developmental gap with peers and was 
devastating for Fatsani and Alindine, as it impacted on the development of their body 
image. However, Mrs Ndazi  ?&ĂƚƐĂŶŝ ?ƐŵŽƚŚĞƌ ) ƉĞƌĐĞŝǀĞĚƚŚĂƚ&ĂƚƐĂŶŝ ?ƐĐŚĂŶŐĞŝŶŵŽƌĂů
behaviours possibly signified that the menstrual period of a female-bodied individual is 
frequently a sexually defining point for many young women in many cultures. This was 
evidenced by FatƐĂŶŝ ?Ɛ ŝƌƌĞƐƉŽŶƐŝďůĞ ďĞŚĂǀŝŽƵƌƐ when she developed breasts and 
reached menarche. 
 “ ? ? ?ŽŶĐĞ ƐŚĞ ƐƚĂƌƚĞĚ ƚĂŬŝŶŐ ƚŚĞ ƚƌĞĂƚŵĞŶƚ ? ƐŚĞ ŝŵƉƌŽǀĞĚ ?ďŽƚŚŽĨƵƐ ǁĞƌĞ
very excited to see breasts developing, she had her first monthly 
ƉĞƌŝŽĚ ? ? ?ƐƵƌƉƌŝƐŝŶŐůǇ ? ŚĞƌ ďĞŚĂǀŝŽƵƌ ĐŽŵƉůĞƚĞůǇ ĐŚĂŶŐĞĚ ? ŵŽƐƚůǇ ƐŚĞ ǁĂƐ
ŽƵƚĂŶĚĐŽŵŝŶŐŚŽŵĞůĂƚĞ ? ?(Mrs Ndazi, Fatsanŝ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
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  “ ? ?/ŚĂĚŶŽƚŚĂĚŵǇƉĞƌŝŽĚǇĞƚ ? /ĚŝĚŶ ?ƚĞǀĞŶŚĂǀĞďƌ ĂƐƚƐĂŶĚ /ĐŽƵůĚŶŽƚ
associate with my age mates; this was very frustrating, and the question 
remained but why me? Now am so excited, associating with friends. ?
(Fatsani, 17) 
Similarly, caregivers (Mrs Mipando and Mrs Ndazi) ƐŚĂƌĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĨĞĞůŝŶŐƐ ŽĨ
negative body-image. However, the majority of the concerned caregivers were females 
(biological parents), and this could possibly be attributed to a shared cultural 
understanding about the importance of physical attractiveness and sympathy for their 
loss. This could also signify that, being mothers, they were bombarded with images of an 
ideal face or physical appearance for women which in this case was distorted by the HIV 
infection, ƚŚƵƐƚŚƌĞĂƚĞŶŝŶŐƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐǀĂůƵĞĚŝĚĞŶƚŝƚǇ ? 
  “dŚŝƐŝůůŶĞƐƐŝƐĂǁĨƵů ?ŵǇĚĂƵŐŚƚĞƌ ?ƐďŽĚǇŚĂƐůŽƚƐŽĨƐĐĂƌƐ ?ƚĂŬŝŶŐŽĨĨĂůůŚĞƌ
beauty and she feels ashamed to mix with her friends. Am concerned as a 
mother; I feel responsible for her condition, especially failing to associate 
ǁŝƚŚŚĞƌƉĞĞƌƐ ? ?  ?DƌƐDŝƉĂŶĚŽ ?dĂŶǇĂĚĂ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
During follow-up interviews, Mrs Metani also expressed concern that Mwatitha was very 
depressed with her changed body outlook (body sores) which she strongly linked to HIV 
infection and intake of ARVs. She perceived that she was no longer attractive to her 
peers and was withdrawn.  
 “^ŚĞ  ?DǁĂƚŝƚŚĂ ) ŚĂƐ ŶŽǁ ĐŽŵƉůĞƚĞůǇ ƐƚŽƉƉĞĚ ƚĂŬŝŶŐ ZsƐ ĚĞƐƉŝƚĞ ƐĞǀĞƌĂů
counselling sessions. She complains that HIV is a destroyer, her beauty as a 
young woman is gone, has lost peers because of her body sores and is no 
ůŽŶŐĞƌŝŶƚĞƌĞƐƚĞĚŝŶůŝĨĞ ? ?(DƌƐDĞƚĂŶŝ ?DǁĂƚŝƚŚĂ ?ƐĐaregiver, 40) 
Service providers also acknowledged that the visual scars of skin conditions, being 
shorter, big abdomen and breasts and lipodystrophy negatively impacted on young 
ǁŽŵĞŶ ?Ɛ physical outlook. As such, tŚĞǇ ĨĞĂƌĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŝŶƚĞŶƚŝŽŶĂů
discontinuation of the treatment in order to alleviate their negative body image 
particularly the visible marks which they thought could easily attract social 
stigmatization. 
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 “^ŚĞ ?&ĂƚƐĂŶŝ )ŽĨƚĞŶĐŽŵƉůĂŝŶƐƚŚĂƚŚĞƌĂďĚŽŵĞŶůŽŽŬƐďŝŐƐŝŶĐĞƐŚĞƐƚĂƌƚĞĚ
taking ARVs. This may be the reason why she may not faithfully take ARVs 
because people in the community may start pointing at such changes in her 
physical appearance and easily associate it ǁŝƚŚŝŶƚĂŬĞŽĨZsƐ ? ? (Mr Zidelu, 
&ĂƚƐĂŶŝ ?ƐƐervice provider, 26) 
 “dŚĞ ƚƌĞĂƚŵĞŶƚ ƐŚĞ  ?dĂǁŝŶĂ ) ŝƐ ĐƵƌƌĞŶƚůǇ ŐĞƚƚŝŶŐ ĐĂƵƐĞĚ Ă ƐŬŝŶ ĐŽŶĚŝƚŝŽŶ
(Verruca vulgaris ) ĂŶĚ ƚŚŝƐ ŝƐ ǀĞƌǇ ƉĂƚŚĞƚŝĐ ĨŽƌ Ă ǇŽƵŶŐ ǁŽŵĂŶ ? / ?ŵ
concerned that she may not adhere to her ARVs because it has completely 
ĐŚĂŶŐĞĚŚĞƌŽƵƚůŽŽŬ ?ƐŚĞĚŽĞƐŶ ?ƚůŽŽŬĂƚƚƌĂĐƚŝǀĞĂŶĚƐŚĞĐŽŵƉůĂŝŶƐŽĨďĞŝŶŐ
ŝƐŽůĂƚĞĚďǇƉĞĞƌƐ ? ?(DƌWĂŵďĂ ?dĂǁŝŶĂ ?ƐƐervice provider, 25)  
Interestingly the service providers who pointed out loss of physical attractiveness in 
Fatsani and Tawina were both young men and single; this is symptomatic of how men 
value feminine physical outlook for sexual advances. It could be that, as young men, 
they were imbued with the same cultural expectations and behaviours that produced 
the very negative outcomes and insecurities among young women, despite being 
professional service providers.  
5.2.3 Loss of mental capability and motivation 
HIV diagnosis and its associated frequent attacks of physical ailments have had the most 
negative ŝŵƉĂĐƚ ŽŶ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂĐĂĚĞŵŝĐ ƉƌŽŐƌĞƐƐŝŽŶ. The majority of the young 
women had lower academic achievements and consequently less chance of gaining 
economic independence. Recurrent infections and little financial support for school fees 
exacerbated the risks of interrupted school attendance and the existing learning 
disadvantages that they encountered through HIV-related cognitive impairment. For 
instance, Gonjetso, Ulemu, Fatsani, Alindine, Chitsanzo, Zaiwo, and Tanyada reported 
missing and repeating classes because of severe and prolonged illness requiring 
hospitalization and frequent hospital visitations, uncertainty of the prognosis and lack of 
school fees, all of which derailed their academic progress. 
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 “ ? ? ?ǁŚŝůĞŝŶĨŽƌŵƚǁŽ ?/ďĞĐĂŵĞǀĞƌǇƐŝĐŬĂŶĚǁĂƐŝŶŚŽƐƉŝƚĂůĨŽƌĂŵŽŶƚŚŽŶ
d ƚƌĞĂƚŵĞŶƚ ĂŶĚ ZsƐ ? / ǁŝƚŚĚƌĞǁ ĨƌŽŵ ďŽĂƌĚŝŶŐ ƐĐŚŽŽů ? / ĚĞǀĞůŽƉĞĚ
paralysis of both legs for three months. I was home for over nine months 
before I went back to school to complete my Malawi School Certificate of 
Education after I had ŝŵƉƌŽǀĞĚ ? ? ? ?(Alindine 19) 
While Ulemu, Gonjetso and Alindine showed determination to excel academically 
despite their delay in their academic progression, Fatsani, Zaiwo, and Chitsanzo lost 
interest in schooling as they felt were out of sync with their peers, hence they felt a loss 
of belonging at that stage of education. 
 “ ?/ ƐƚĂƌƚĞĚ ƐĐŚŽŽů ůĂƚĞ ďĞĐĂƵƐĞ ŽĨ ŵǇ ŝůůŶĞƐƐ ? ďƵƚ ŵǇĂŐĞ ǁĂƐ Ă ŵŝƐŵĂƚĐŚ
with my classmates; though I wished to continue with my studies but my age, 
14 years in standard five; I felt my situation was just humiliating; I lost 
interest in school ? ? (Zaiwo, 19) 
These views were in contrast to those of DƌƐDďĂůƵŵĞ ?ŚŝƚƐĂŶǌŽ ?Ɛcaregiver, and Ms 
Benga, Zaiwo ?Ɛ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ? ǁŚŽ ĨĞůƚ ƚŚĂƚ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ůŽ Ɛ ŝŶ ŝŶƚĞƌĞƐƚ ŝŶ
school was attributed to lack of inspiration by their caregivers. Gonjetso, who was 
inspired by her mother to achieve her academic goals despite her life challenges, 
justifies their argument. 
 “ ? ?ŚĞƌƐŝĐŬŶĞƐƐĂĨĨĞĐƚĞĚŚĞƌƉĂƌƚŝĐŝƉĂƚŝŽŶŝŶƐĐŚŽŽů ?ďƵƚĂůƐŽŵǇƐŝƐƚĞƌŚĂƐŶ ?ƚ
been supportive and mindful of her language - always predicting her 
untimely death; I feel that discouraged her from concentrating on her 
ƐĐŚŽŽů ? ? (Mrs Mbalume, ChitsĂŶǌŽ ?ƐĐaregiver, 41) 
 “DǇŵƵŵǁĂƐƚŚĞŽŶůǇĞĚƵĐĂƚĞĚǁŽŵĂŶŝŶŽƵƌǀŝůůĂŐĞ ?/ůŽŽŬĞĚƚŽŚĞƌĂƐŵǇ
aspirer. As a teacher by profession, she used to encourage me to work hard 
ŝŶ ƐĐŚŽŽů ? / ĂĚŵŝƌĞĚ ŚĞƌ ? ƐŚĞ ǁĂƐ ŝŶĚĞƉĞŶĚĞŶƚ ĂŶĚ /ŬŶŽǁ / ǁŝůů ŵĂŬĞ ŝƚ ? ?
(Gonjetso, 16) 
Ziliwe and Tamando attributed their failure to achieve their academic goals to the lack of 
financial support from their parents/caregivers. For them, failure to advance with their 
education meant loss of their capability to make an independent future and to exert 
agency in their life. For instance, Tamando indicated that going to the market every day 
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to do business exposed her to initiate sexual activities early (aged 12 years), which 
resulted in teenage pregnancy at the age of 15 years. This led to termination of her 
academic journey hence her full dependence on her husband for survival.   
 “/ǁŝƐŚĞĚ/ŚĂĚĂĚǀĂŶĐĞĚǁŝƚŚŵǇĞĚƵĐĂƚŝŽŶƚŽůŝǀĞĂďĞƚƚĞƌůŝĨĞ ?ŐŽŝŶŐƚŽƚŚĞ
market daily made me lose my key, I lost the key to get my bright future. 
Only if my parents had resources for me to continue with my education than 
being at the market just to have something to eat, maybe I could have been 
talking of a different story today. Now I have to depend on my husband for 
everything; I lost mǇŽƉƉŽƌƚƵŶŝƚǇ ? ? (Tamando, 17) 
Each of the young women then went on to describe the social impacts their HIV positive 
status had had on their lives.    
5.3 Stigma and discrimination   
HIV status often exposed the young women to societal stigmatisation and 
discrimination and this was made worse by the shame, fear and rejection that often 
surrounds them. The stigma
19
 ŶĞŐĂƚŝǀĞůǇ ŝŵƉĂĐƚĞĚ ŽŶ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĚĞĐŝƐŝŽŶƐ
regarding status disclosure to others, as doing so led to rejection or physical abuse as 
reflected in section 6.5.1. Young women gave accounts of their everyday lives in which 
they experienced negative responses or reactions which likely distanced them from 
their normal (HIV negative) peers (enacted stigma). Stigma and discrimination was 
experienced differently by young women. It remained pervasive and negatively 
ŝŶĨůƵĞŶĐĞĚǇŽƵŶŐǁŽŵĞŶ ?s experiences at family, community and individual levels and 
within the health systems.  
5.3.1 Stigma and discrimination at familial level 
The stigma that surrounds HIV infection made a number of young women unable to 
access to the support and care they desperately needed from their foster families. The 
caregivers did not want to share the stigma of ƚŚĞǇŽƵŶŐǁŽŵĞŶ ?Ɛ,/spositive status, 
                                                     
19
 Stigma is defined as a mark of discredit of shame, an identifying mark or characteristic, and as 
ĂŵĂƌŬŽĨŐƵŝůƚŽƌĚŝƐŐƌĂĐĞ ? ?DĞƌƌŝĂŵtĞďƐƚĞƌ ? ? ? ? ? ) ?ǁŚŝĐŚĚŝƐƋƵĂůŝĨŝĞƐĂŶŝŶĚŝǀŝĚƵĂůĨƌŽŵĨƵůů
social acceptance (Goffman, 1963). When an individual fails to meet expectations because of 
attributes that are different and/or undesirable, that person is reduced from an accepted 
person to a discounted one (i.e. they are stigmatized). 
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which was evidenced by visible physical marks and recurrent infections, as association 
could lead to their own social isolation. Ziliwe, Ulemu, Mwatitha, Fatsani, Tawina, 
Chitsanzo and Penina perceived that they were treated differently to uninfected or 
biological children in the foster families. This led to experiences of social isolation and 
hence a diminished sense of belonging to the families, which lowered their self-image. 
Stigma and discrimination manifested in different forms ranging from neglect and 
isolation to verbal and physical abuse. While Mwatitha was subjected to beating by her 
uncle, Ziliwe and Fatsani experienced separation and neglect from an aunt and a parent 
respectively. Fatsani perceived the pain of being neglected by her own father, who was 
the main breadwinner in the family, as he prioritised another woman with his 
resources, ignoring her in hospital failing to provide any financial support. The feelings 
ŽĨďĞŝŶŐŶĞŐůĞĐƚĞĚŐƌĞĂƚůǇĂĨĨĞĐƚĞĚƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞŶƐĞŽĨbelonging to the family 
and self-image both financially and emotionally. 
 “ ? ?ǁŚŝůĞ ŽŶ ŚŽƐƉŝƚĂů ďĞĚ ĨŽƌ ƐĞǀĞƌĂů ǁĞĞŬƐ ? / ƚŚŽƵŐŚƚ ĚĂĚ ǁŽƵůĚ ďĞ ŬŝŶĚ
enough to be with me as the only child infected with HIV in our family, but he 
never cared; who then would accept me, if am being neglected by my own 
father? I could hardly believe it; I thought I deserved the support and care I 
required from my parents. This illness is not my fault, why should my father 
leave me in hospital without his support for another woman? I was 
ƚƌĂƵŵĂƚŝǌĞĚ ? ? ? ?(Fatsani, 17) 
Similarly, Chitsanzo perceived the pain of being rejected and marginalized by her own 
sister, whom she described as predicting her untimely death as reflected in her verbal 
expressions and ĞĨĨŽƌƚƐƚŽĐŽŶĐĞĂůŚŝƚƐĂŶǌŽ ?ƐHIV positive status. This greatly affected 
ŚŝƚƐĂŶǌŽ ?ƐƐĞŶƐĞŽĨďĞůŽŶŐŝng to the family and self-image as she felt socially excluded. 
 “/ ǁŝƐŚĞĚ ŵƵŵ ǁĂƐ ĂůŝǀĞ ? ŵǇ ŽůĚĞƌ ƐŝƐƚĞƌ ƵƐĞĚ ƚŽ ŝŶƐƵůƚ ŵĞ ?keeping me 
indoors, ƐŚĞĞǀĞŶŚĂĚƚŚĞĐŽƵƌĂŐĞƚŽĂƐŬŵĞ ? ‘ǁŚǇĚidn't I follow my mother 
to the graveyard?' She could buy clothes only for her children and not for me. 
Her attitude worsened my distress; I did not choose to be HIV positive, I feel 
ƚŚĞƉĂŝŶŽĨůŽƐŝŶŐƉĂƌĞŶƚƐ ? ? ? ?(Chitsanzo, 19) 
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Dƌ DĂůŝĚŽ ? ŚŝƚƐĂŶǌŽ ?Ɛ Ɛervice provider, indicated that in the rural setting where 
Chitsanzo was residing there was a high level of stigma and discrimination for 
individuals infected with HIV and the positive status was highly linked to immoral 
behaviours. It was not surprising therefore that ŚŝƚƐĂŶǌŽ ?Ɛ ŽůĚĞƌ ƐŝƐƚĞƌ ŵĂĚĞ ĞǀĞƌǇ
ĞĨĨŽƌƚ ƚŽ ĐŽŶĐĞĂů ŚŝƚƐĂŶǌŽ ?Ɛ ,/s ƐƚĂƚƵƐ ? /ƚ ŝƐ ƉŽƐƐŝďůĞ ƚŚĂƚ ƚŚĞ ŽůĚĞƌ ƐŝƐƚĞƌ ƉĞƌĐĞŝǀĞĚ
personal insecurity about her own social isolation and loss of friends through sharing 
ƚŚĞƐƚŝŐŵĂƉŽƐĞĚďǇŚŝƚƐĂŶǌŽ ?s HIV positive status which was evidenced by her chronic 
illness and stunted growth. 
 “ ? ?ŝŶ ƚŚŝƐ ƌƵƌĂů ĂƌĞĂ ? ,/s ƉŽƐŝƚŝǀĞ ǁŽŵĞŶ ĂƌĞ ŚŝŐŚůǇ ƐƚŝŐŵĂƚŝƐĞĚ ĂŶĚ
discriminated by community members, as if they are the most promiscuous 
women; so most HIV infected young women do not easily associate with their 
ƉĞĞƌƐ ? ? ?DƌDĂůŝĚŽ ?ŚŝƚƐĂŶǌŽ ?ƐƐĞƌǀŝĐĞprovider, 37)  
5.3.2 Stigma and discrimination at community level 
The social environment impacted ŽŶ ƚŚĞ ǇŽƵŶŐǁŽŵĞŶ ?Ɛ ƐĞůĨ-image and their identity 
differently when faced with daily problems, depending on the affection, acceptance and 
availability of essential resources for identity achievement. Friendships often waned as 
young women no longer shared the same social worlds. All participants expressed 
concerns over social isolation and verbal abuse. Name calling was particularly prevalent, 
and young women cited several derogatory epithets that people call them including:  ‘Ă
ƉĞƌƐŽŶǁŝƚŚ/^ ? ? ‘ƚŚĞƐŝĐŬůǇ ? ? ‘ZsƐŐƌŝŶĚĞƌƐ ? ? ‘ŝŶĚŝǀŝĚƵĂůǁŝƚŚŝŶƚĞƌŶĂůŝŶũƵƌŝĞƐ ? ? ‘ŵŽǀŝŶŐ
ĐŽƌƉƐĞ ? ?  ‘ĐŚŝǁŽůĞ ?  ? ‘ƌŽƚƚĞŶ ƉĞƌƐŽŶ ? ǁŚŽ ŚĂƐ ŶŽ ǀĂůƵĞ ŝŶ ůŝĨĞ),  ‘ǁŽǇĞŶĚĞƌĂ ŵĂ ƵŶŝƚƐ ? 
( ‘ƉĞŽƉůĞŽƉĞƌĂƚŝŶŐŽŶƵƐĞŽĨĂŝƌƚŝŵĞ ?- dependent on ARVs) ?ĂŶĚ ‘ŚǇďƌŝĚĐŚŝĐŬĞŶ ?ǁŚŝĐŚ
refers to chicken that are given fattening feeds. Notably, many of these insults focus on 
ARVs, which infected individuals rely upon to maintain their health.  
The popular association of HIV with sexual intercourse was surrounded by taboos and 
moral judgements, forcing the young women feel socially marginalised. Nane, Fatsani, 
Alindine and Chitsanzo all felt that they were being subjected to moral judgement, as 
their HIV positive status was perceived as the ĐĂƌƌŝĞƌ ?Ɛ responsibility, especially 
considering that the primary modes of HIV transmission are intentional and preventable 
behaviours. Thus, they were stigmatised by the association of their HIV with 
promiscuity, prostitution or other forms of behaviour. They were ĐĂůůĞĚ ‘ƉƌŽƐƚŝƚƵƚĞƐ ?Žƌ
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 ‘ďŝĐǇĐůĞƐ ?due to societal beliefs that their HIV status was correlated with sexual 
promiscuity, leading to further reduction of their social networks (as others did not wish 
to be associated with such behaviours).  
 “ ? ?ƚŚŽƵŐŚ / ŚĂǀĞ ŶŽƚ ĞŶŐĂŐĞĚ ŝŶ ƐĞǆƵĂů ĂĐƚŝǀŝƚǇ ? ƚŽŵĂŶǇ ,/s means you 
have been moving out with men; in this rural area people or boys regard you 
ĂƐ ‘ĂďŝĐǇĐůĞ ?ŽƌĂ ‘ƉƌŽƐƚŝƚƵƚĞ ? ?ƚŚŝƐŝůůŶĞƐƐŵĂŬĞƐŵĞĨĞĞůďŝƚƚĞƌ ?ĨŽƌŝƚŬĞĞƉƐŵĞ
ĂǁĂǇĨƌŽŵŵǇĨƌŝĞŶĚƐ ? ? ?ůŝŶĚŝŶĞ ? ? ? ) 
Notably, dĂǁŝŶĂ ?Ɛ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ?Mr Pamba, aŶĚ ŚŝƚƐĂŶǌŽ ?Ɛ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ĂŶĚ
caregiver, Mr Malido and Mrs Mbalume respectively, having lived both in the rural and 
urban settings, perceived that there was higher level of stigma and discrimination for 
individuals infected with HIV in rural areas, where positive status was more strongly 
associated with immoral behaviours.  
 “ ? ? ?there is a difference on how HIV infected individuals are regarded in 
rural and urban areas. In urban areas, people are very knowledgeable and 
easily associate with the infected; the literacy levels differ and influence the 
way they react towards the HIV infected. In rural areas, the majority do not 
understand different ways of contracting HIV and the HIV infected are called 
ŶĂŵĞƐůŝŬĞ ‘ZsŐƌŝŶĚĞƌƐ ? ‘ƚŚĞalready knocŬĞĚŽĨĨ ? ? women are regarded as 
ƉƌŽƐƚŝƚƵƚĞƐ ĂŶĚ ĂƌĞ ŚŝŐŚůǇ ƐƚŝŐŵĂƚŝƐĞĚ ? ?(Dƌ WĂŵďĂ ? dĂǁŝŶĂ ?Ɛ Ɛervice 
provider, 25) 
5.3.3 Self-stigma and self-discrimination (felt stigma) 
Changes in physical appearance, low socio-economic status and low academic 
achievements shaped the ǇŽƵŶŐǁŽŵĞŶ ?ƐƉĞƌĐĞƉƚŝŽŶƐŽĨƐĞůĨ in relation to their peers. 
The majority perceived that they looked different from their peers and gave examples of 
anticipating potentially negative responses (felt stigma). A number of young women 
demonstrated feelings of insecure identity amongst their social groups. Nane, Penina, 
Ulemu, Chitsanzo and Tamando expressed fear of interacting with their peers and being 
discriminated against if their HIV positive status was known, which they felt could 
damage their self-image.  
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  “/ ?ŵũƵƐƚƵŶĐŽŵĨŽƌƚĂďůĞďĞŝŶŐǁŝƚŚmy friends; will they not keep on talking 
about my changed outlook? I have stopped chatting and visiting them. If they 
know my status will they not isolate me? This is real life situation, I have seen 
people being discriminated and I feel bad whenever I think about it ? ?
(Penina, 19) 
Furthermore, Ziliwe, Zaiwo, Tamando and Dalo also felt insecure about attending teen 
club meetings once they conceived. They feared stigma and discrimination among their 
peers and service providers for being pregnant while they had access to preventive 
information and services through teen club meetings. This deprived them of the support 
they desperately needed from the health services. 
 “ƵƌƌĞŶƚůǇ  ‘Ăŵ ŶŽ ůŽŶŐĞƌ ĐŽŵĨŽƌƚĂďůĞ ĂƚƚĞŶĚŝŶŐ ƚĞĞŶ ĐůƵď ?though am 
encouraged to attend I feel my peers and service providers would talk much 
about my pregnancy. I feel everyone would be asking why I am pregnant as if 
there were no condoms. I had a friend, who was also pregnant, everyone 
even service providers started pointing fingers at her; it is a bit difficult to 
find someone to support you as we used to do before I became pregnant. 
(Ziliwe, 18) 
Interestingly, Ulemu, Fatsani, Tawina and Chitsanzo, who felt insecure themselves 
appeared to avoid social interactions with female peers and formed new social networks 
with male counterparts, in which they felt accepted, understood and safe, hence 
impacting on their self-worth. They attributed their growing isolation to experiences of 
being disgraced and devalued amongst the female social groups, who were more 
conscious of an ideal physical outlook for young women. 
 “/ƐĞĞŝƚƉƌŽƉĞƌĐŚĂƚƚŝŶŐǁith boys than girls because most girls tease me of 
getting too fat, having bigger abdomen; I no longer associate with them. I 
prefer chatting with boys, whom I feel they help me with school activities but 
ƚŚĞǇĂƌĞŶŽƚŵǇƐĞǆƵĂůƉĂƌƚŶĞƌƐ ? ? ?hůĞŵƵ ? ? ? ) 
 “ ? ? ?usually my friends tease me about my appearance, I do not associate 
with many except a few; I would rather chat with boys, ǁŚŽĚŽŶ ?t talk much 
about my ĂƉƉĞĂƌĂŶĐĞ ?/ĨĞĞůďĂĚĂďŽƵƚŝƚ ?,/s ) ? ?(Tawina, 18) 
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5.3.4 Stigma and discrimination within the health services 
While service providers create an environment and prepare a situation wherein the 
young women can make decisions, or where their personal responsibility is called for, 
Ziliwe and Fatsani reported being denied access to sexual and reproductive health 
services particularly the use of injectable contraceptives. They encountered challenges 
with condom use with their sexual partners and opted for injectable contraceptives. 
However, they equated being restricted to access the injectable contraceptives to being 
punished because they were HIV positive or were expected to abstain from sexual 
relations.  
 “ ? ?I had problems with condom use so I wanted other contraceptives but so 
many restrictions; is it because we will pass on the virus to our sexual 
partners or they do not want us to have sex? Is it because this will make us 
relax, become pregnant? Why discouraging us? But those with challenges on 
ĐŽŶĚŽŵƵƐĞůŝŬĞŵĞǁŝůůƐƚŝůůŐĞƚƉƌĞŐŶĂŶƚĂŶĚŝƚ ?ƐƉĂŝŶĨƵůŚĂǀŝŶŐĂƉƌĞŐŶĂŶĐǇ
that could have been prevented ? ? ?iliwe, 18) 
 “ ? ?after we had a lesson on use of contraceptives to protect ourselves from 
pregnancy at teen club, I went to meet a nurse to access injectable 
contraceptives as my partner was refusing condoms; surprisingly she shouted 
at me for asking for contraceptives; it contradicted with what we learnt so I 
concluded that I cannot access contraceptives, may be because am HIV 
ƉŽƐŝƚŝǀĞ ? ?(Fatsani, 17) 
Dalo reported being despised by some service providers for being pregnant as they 
thought she had access to preventive information and services like condoms. This 
interrupted her participation in teen club and access to the psychosocial support she 
desperately required. 
  “ Qthough I got encouraged at the club; throughout my pregnancy I never 
attended teen club meeting because some service providers scorned me for 
getting pregnant. I resumed attending teen club when I had delivered my 
baby; likewise Tamando (her sister), she stopped attending teen club when 
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her pregnancy became visible because some service providers were despising 
ŚĞƌ ? ? ?ĂůŽ ? ? ? ) 
Service providers (Mr Pamba and Mr Mbalame) acknowledged that the stigma that 
young women encountered at the centres was attributed to ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ?lack of 
knowledge and skills in dealing with adolescent sexuality vis-à-vis HIV positive status. 
They perceived that ƉƌŽǀŝĚĞƌƐ ? ŶĞŐĂƚŝǀĞattitudes were ĂĨĨĞĐƚŝŶŐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞůĨ-
image and access to sexual and reproductive health services. 
 “/ĨĞĞůƐƚŝŐŵĂĂŶĚĚŝƐĐƌŝŵŝŶĂƚŝŽŶƐŚĞ ?dĂǁŝŶĂ ) encounters affects her access 
to condoms; most providers know that she is HIV infected because of her skin 
condition. So if they see her collecting condoms it could be an issue; the 
negative attitudes - they would not expect her to be sexually active; they 
would think she is being suicidal to sexual partners. This makes young people 
prefer buying condoms from shops than collecting them from the centre; 
personally, I ĚŽŶ ?ƚ mind offering her condoms, but if she is seen by other 
service providers, will question her, why does she want to kill many? 
Reflecting on challenges with condom use in these rural areas, they would 
prefer she abstains - this discourages young women from using SRH 
services ? ? DƌWĂŵďĂ ?dĂǁŝŶĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
Mrs Rwinu concurred with Mr Pamba that intense stigma was also attached to mental 
health problems presented by the young women in the centres. Mrs Rwinu felt lack of 
clarity surrounding their positive status experiences and changed social identities, 
rendering the majority of young women perplexed and unable to comprehend and 
share the challenges they encountered, compelling them endure the sadness on their 
own. This negatively impacted on their psychosocial and mental well-being as they felt 
ƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?ĂďƐĞŶĐĞ ? 
 “/ ĨĞĞů ůŝŬĞ ƚŚĞƌĞ ŝƐ ĂůƐŽ ƐƚŝŐŵĂ ĂƚƚĂĐŚĞĚ ƚŽ ŵĞŶƚĂů ŚĞĂůƚŚ ĂŶĚ ŝƚ ĐĂƵƐĞƐ
another huge barrier. She (Penina) even the others, have already stigma 
attached to their HIV status and if they are not supported to understand their 
situations it becomes confusing. If you diagnose them with mood disorders, 
that becomes an added stigma for them and are left on their own. ?          
(DƌƐZǁŝŶƵ ?WĞŶŝŶĂ ?ƐƐervice provider, 33) 
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5.4 Enduring sadness  
The majority of young women perceived that diagnosis of HIV created a raft of 
emotions including anger, depression, grief and other emotional pains, which they did 
not share with anyone until when they were given an opportunity to share their lived 
experiences with the researcher. The endured emotional pain stemmed from thoughts 
about negative impacts of a chronic illness, what people said about them, how their life 
styles had changed, traumatic experiences of neglect and being in an emotional desert
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for years after being diagnosed as HIV positive or losing their parents. A number of 
young women living in foster families and with their sick parents endured long periods 
of suffering as they encountered antagonistic relationships with their caregivers and 
struggled to secure their basic survival needs. Tawina and Nane cried bitterly as they 
explained about their relationship with their step-mothers. For Tawina, living with her 
step-mother following the imprisonment of her father was acknowledged to have been 
an emotionally fraught experience leading to an urgent need for a safe place. 
 “/ƌĞĂĐŚĞĚĂƉŽŝŶƚƚŚĂƚ/ĐŽƵůĚŶŽůŽŶŐĞƌďĞĂƌŝƚ ?/ĨĞůƚŝƚǁĂƐďĞƚƚĞƌĨŽƌŵĞƚŽ
leave my step-mother and stay with someone else. She was torturing my life 
for no apparent reason; I know I meant nobody to her, without my father in 
ƚŚĞŚŽƵƐĞ ?/ďĞĐĂŵĞĂƐƚƌĂŶŐĞƌ ?/ǁŝƐŚĞĚ/ŚĂĚĂƐĂĨĞƉůĂĐĞŽĨƐƚĂǇ ? ?(Tawina, 
18)  
Tawina was heart-broken as she explained about her relationship with her 
step-mother; she sobbed continuously but when asked to continue next time, 
she insisted that she would continue narrating her story ?  ?/ŶƚĞƌǀŝĞǁĞƌ ?Ɛ
observations) 
Similarly, Tamando expressed feelings of long-suffering as she reflected upon her 
ĨĂŵŝůǇ ?Ɛlow socio-economic status, ŚĞƌƉĂƌĞŶƚƐ ?ƐƚƌƵŐŐůĞƐƚŽĞĂƌŶĂůŝǀŝŶŐ ?ƚŚĞƚŝŵĞƐŚĞ
spent at the market in search of basic survival needs instead of going to school and how 
her pregnancy terminated her academic trajectory. She felt if she had achieved her 
academic goals, life could have been different for her parents and she could have been 
independent. 
                                                     
20
  ‘ŵŽƚŝŽŶĂůĚĞƐĞƌƚ ?ŝŶƚŚŝƐƐƚƵĚǇŝƐĚĞĨŝŶĞĚĂƐĂƐƚĂƚĞŝŶǁŚŝĐŚǇŽƵŶŐǁŽŵĞŶǁere bombarded 
by a devastating level of distress for years with inadequate coping capacities (Murrell, 1999). 
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 “/ƚƉĂŝŶƐŵĞƚŚĂƚŵǇƉĂƌĞŶƚƐŚĂǀĞƌĞŵĂŝŶĞĚƉŽŽƌ ?/ŚĂĚƚŽƐƉĞŶĚŵŽƐƚŽĨŵǇ
time at the market; I missed my opportunity; I got pregnant. If I was 
educated, get employed, may be my parents could have been taken out of 
this indescribable poverty, asking everything from my husband until when? 
Poor me, born in a poor family! ? ?dĂŵĂŶĚŽ ? ? ? ) 
Tamando started crying uncontrollably, her continuous sobbing for over ten 
to fifteen minutes demonstrated how painful she felt to see her parents 
struggling in life, yet if she was educated and employed possibly she could 
have been assisting her parents independently - without any restrictions; 
when asked to continue next time, she insisted that she would continue 
narrating her story.  ?/ŶƚĞƌǀŝĞǁĞƌ ?ƐŽďƐĞƌǀĂƚŝŽŶƐ ) 
Ulemu, Mwatitha and Penina reported suicidal ideations, following social isolation at 
home, to service providers at the centres. While Penina had antagonistic kind of 
relationship with her step-mother, Ulemu experienced stigma at a familial level, and 
with Mwatitha, they faced rejection by their aunts ? husbands (who were bread winners 
in their foster families) after whistle-blowing their sexual advances. This kind of endured 
suffering led to suicidal ideas and attempts for these young women. Mwatitha and 
Penina further experienced social rejection in school, when their HIV positive status was 
discovered by peers. While Penina expressed suicidal ideas, Mwatitha attempted 
suicide, especially as she reflected on her long-suffering and lack of safe place to live.  
 “ƵŶƚ ?ƐŚƵƐďĂŶĚƚŽƵĐŚĞĚŵǇďƌĞĂƐƚĂŶĚŵǇďƵŵƐ ?ƚŚŽƵŐŚŚĞ ƐƚŽƉƉĞĚ doing 
that, it still tortures my mind; he stopped providing for my basic needs 
including school fees yet I was determined to achieve my academic goals. At 
school my friends were calling ŵĞ ‘ĂŶ,/sƉŽƐŝƚŝǀĞƉĞƌƐŽŶ ?ĂĨƚĞƌĚŝƐĐŽǀĞƌŝŶŐ
my ARVs. I felt I had suffered enough, I took ten tablets of different drugs and 
I was dying; but my best friend noted early that she reported immediately to 
our teachers who gave me first aid management (glass of milk) and rushed 
me to the hospital. (Mwatitha, 18) 
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Mrs Rwinu, WĞŶŝŶĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ, perceived that young women with mental health 
problems like Penina lacked specialised attention and were viewed negatively by service 
providers and peers in the centres. She believed that such attitudes coupled with stigma 
already attached to HIV positive status created some barriers to thorough risk 
assessment and deprived the affected young women of appropriate mental health care. 
         “I feel there is also stigma attached to mental health in this centre and it 
causes another huge barrier to access appropriate care; if an adolescent is 
diagnosed with mental problem is not considered positively by most service 
providers or peers rather than a mad person and is talked to negatively. 
Currently, there is no mental health nurse for the centre and a lot of young 
ƉĞŽƉůĞĂƌĞŵŝƐƐĞĚŽƵƚ ? ? ?DƌƐZǁŝŶƵ ?WĞŶŝŶĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
The expressions of both Nane and Alindine on how they felt about being HIV positive 
signified the emotional pain they endured as they esteemed the clear association that 
exists in peopůĞ ?ƐŵŝŶĚƐďĞƚǁĞĞŶ,/s ŝŶĨĞĐƚŝŽŶĂŶĚŵŽƌĂůůǇ ŝŶĐŽƌƌĞĐƚďĞŚĂǀŝŽƵƌƐ. They 
attributed their intense emotional trauma to lack of explanations as to what happened 
to them to be HIV positive while their siblings are HIV negative, in order to comprehend 
their situations. Both expressed the emotional pain over their fate of being HIV positive 
despite their sexual innocence with uncontrollable shedding of tears.  
 “tŚǇ ‘Ăŵ/,/sƉŽƐŝƚŝǀĞ ?What happened to me? It pains me though I never 
told anyone; others may think that I have been so promiscuous, but I did not 
have any sexual contact before the HIV test; ƚŚŝƐ ŝůůŶĞƐƐ ŝƐ ĚĞǀĂƐƚĂƚŝŶŐ ? ?
(Nane, 19) 
  “ ? ? ?ƚŚĞƉĂŝŶŽĨůŝǀŝŶŐǁŝƚŚƚŚŝƐƐŚĂŵĞĨƵůŝůůŶĞƐƐĨŽƌĂǇŽƵŶŐǁŽŵĂŶůŝŬĞŵĞŝƐ
indescribable; I have never discussed it with anyone but I just feel like 
everyone looks at me as a prostitute, yet I have never had any sexual contact 
and my sister is HIV negative, what happened? Nobody tells me ? ?(Alindine, 
19) 
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The continuous flow of tears down her cheeks demonstrated how difficult she 
(Alindine) felt expressing her feelings of having a shameful and stigmatised 
illness despite her innocence. After crying for five to ten minutes, when asked 
to continue next time, she insisted that she would continue narrating her 
story ? ?/ŶƚĞƌǀŝĞǁĞƌ ?ƐŽďƐĞƌǀĂƚŝŽŶƐ ) 
The enduring sadness expressed by the young women was shared with their caregivers. 
>ŝŶǇĂŶŐ ?ǁĂ ? hůĞŵƵ ?Ɛ ĐĂƌĞŐŝver, ĨĞůƚ ƚŚĂƚ ŝŶ ƚŚĞŝƌ ĂƵŶƚ ?Ɛ ŚŽŵĞ ? hůĞŵƵ  ?ŚĞƌ ƐŝƐƚĞƌ ) ǁĂƐ
stigmatised, physically abused and they were struggling to earn a living, but she could 
not share her experiences with anyone for fear of negative consequences. >ŝŶǇĂŶŐ ?ǁĂ ?
burst into tears uncontrollably as she narrated the nature of relationship and the 
treatment of hůĞŵƵ ŝŶ ƚŚĞŝƌ ĂƵŶƚ ?Ɛ ŚŽŵĞ ĐŽƵƉůĞĚ ǁŝƚŚ ƚŚĞ ƐĞǆƵĂů ŚĂƌĂƐƐŵĞŶƚ ďǇ ƚŚĞ
ĂƵŶƚ ?ƐŚƵƐďĂŶĚ ? 
 “/ ĨĞĞůthe treatment she gets home makes Ulemu have negative attitude 
towards her life. She is not offered the food she likes, aunt treats her 
differently from anyone else, and her husband is fond of proposing us 
including Ulemu despite being aware that she is HIV positive. It pains me 
seeing her crying most of the times; I wished mum was alive; she deserves to 
be loved, cared for like any other child, she did not choose to be HIV 
ƉŽƐŝƚŝǀĞ ? ?(DƐ>ŝŶǇĂŶŐ ?ǁĂ, hůĞŵƵ ?ƐĐaregiver, 21)    
>ŝŶǇĂŶŐ ?ǁĂďĞĐĂŵĞŚĞĂƌƚďƌŽŬĞŶĂŶĚƐŽďďĞĚǁŝƚŚƚĞĂƌƐƵŶĐĞĂƐŝŶŐůǇĨůŽǁŝŶŐ
down her cheeks and could not continue with the interview which was 
altered to another agreed date.  ?/ŶƚĞƌǀŝĞǁĞƌ ?ƐŽďƐĞƌǀĂƚŝŽŶƐ ) 
It is clear from this section that some young women had endured traumatic experiences 
which were overlooked or no-one helped them to bear and handle them in a better way 
until they were asked to share their lived experiences with the researcher. 
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5.5 Conclusion 
This chapter has presented findings related to impacts of HIV positive status on young 
ǁŽŵĞŶ ?ƐĚĞǀĞůŽƉŵĞŶƚŽĨ ‘ƐĞůĨ ? and sense of belonging. The focus had been on physical, 
emotional and psychosocial impacts. The young women had endured multiple losses 
and HIV stigma that negatively impacted upon their sense of self and belonging. Many 
lived with an enduring sense of sadness that was rarely openly addressed. The multiple 
losses encountered by young women are highlighted in this chapter in order to gain in-
depth understanding of the impacts of HIV in real-life contexts at individual, familial, 
community levels and within the health services. Taken together, such profound life 
challenges ƐĞƌŝŽƵƐůǇ ƚŚƌĞĂƚĞŶĞĚ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉĞƌĐĞƉƚŝŽŶƐŽĨ  ‘ƐĞůĨ ? ĂŶĚ ƐĞŶƐĞ ŽĨ
belonging hence their mental health leading to suicidal ideas and attempts. Therefore, 
the next chapter focuses on how the young women coped with the various life 
challenges and constructed a new self-concept to boost their self-image. 
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CHAPTER SIX 
DKs/E'&KZtZ ?^KDd/D^< PKW/E't/d,>/& ?^,>>E'^ 
 
 “ ? ? ? ?ŝƚ ?ƐůŝŬĞǁŚŝůĞǇŽƵǁĂŶƚƚŽŵŽǀĞĨŽƌǁĂƌĚ ?ǇŽƵƌůŝĨĞŝƐ ŬŝŶĚŽĨ
ŐĞƚƚŝŶŐďĂĐŬĂŐĂŝŶ ? ? ?tŚĞŶ/ŵŽǀĞĚƚŽůŝǀĞǁŝƚŚŵƵŵ ?ƐĐŽƵƐŝŶ ?ƐŚĞ
ƉƌŽǀŝĚĞĚĨŽƌĂůůŵǇŶĞĞĚƐ ?ůŝĨĞďĞĐĂŵĞĞĂƐŝĞƌ ? ? ?/ĨĂŝůĞĚĞǆĂŵƐ ?ƐŚŽƵůĚ/
repeat the class but my age?  I had to move and live with my young 
sister ?ŚŽǁǁŝůůƐŚĞŵĞĞƚŵǇŶĞĞĚƐ ?/ĨŽƵŶĚĂƉĂƌƚŶĞƌ ?ĂƐŵǇƉƌŽǀŝĚĞƌ ?
ďƵƚŚŽǁĚŽ/ƉĂǇďĂĐŬ ? ? ?/ďĞĐĂŵĞƉƌĞŐŶĂŶƚ ? ?ŚŝƚƐĂŶǌŽ ? ? ? ) 
6.1 Introduction 
The previous chapter addressed how HIV ƉŽƐŝƚŝǀĞ ƐƚĂƚƵƐ ŝŵƉĂĐƚƐ ŽŶ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
development ŽĨ  ‘ƐĞůĨ ? ĂŶĚ ƐĞŶƐĞ ŽĨ ďĞůŽŶŐŝŶŐ ƚŽ ĨĂŵŝůǇ ? ƉĞĞƌ ŐƌŽƵƉ ĂŶĚ ƐŽĐŝĞƚǇ ?
Generally, young women in this study encountered multiple losses which included loss 
of adult support networks, intimate and supportive relationships with parents or/and 
significant others; low academic progression, low life satisfaction, and social isolation 
with the majority enduring deep sadness. The multiple losses, self and social stigma and 
discrimination at family, community levels and within the health systems diminished 
young womeŶ ?ƐƐĞůĨ-worth, compelling them to seek a safe place and personal and/or 
financial security. This chapter describes the agency and capacity of young women to 
deal with their multiple losses, challenges, limits and demands that make up their 
everyday lives, and stigma management though some of the strategies have 
consequences that pose risks for their health and well-being.  
The chapter highlights different coping strategies that appear to play crucial roles in the 
ĚĞǀĞůŽƉŵĞŶƚŽĨǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞůĨ-image. For instance, all young women experienced 
multiple losses and in each case they employed various coping strategies most of which 
exposed them to diverse negative impacts, including early child bearing. The risks to 
which the young women were exposed following the multiple losses are fully illustrated 
in Chapter Seven. Penina, Ulemu and Mwatitha experienced intense sadness that 
exposed them to suicidal ideas and attempts at ending their lives but different coping 
strategies at family, community levels and within the health services were employed 
which assisted them to cope in a more positive way. For example, while living with her 
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aunt, Ulemu encountered sexual harassment from ŚĞƌĂƵŶƚ ?ƐŚƵƐďĂŶĚĂŶĚƐŚĞƌĞĚƵĐĞĚ
her vulnerability through engaging in a small scale business, as exemplified in Section 
6.4. In addition, Gonjetso and Tanyada, who had good support structures at all levels, 
coped optimistically leading to positive outcomes. Gonjetso became one of the best 
students in a mixed-gender boarding secondary school, and Tanyada unleashed her 
potential and gained fulfilment from a meaningful role in her studies. Therefore Ulemu, 
'ŽŶũĞƚƐŽĂŶĚdĂŶǇĂĚĂ ?ƐƐtories are more prominent in this chapter. Table 8 shows the 
cases and the coping strategies that inform this chapter. 
Table 8  Cases to illustrate coping strategies 
 
Name 
 
Age 
at 
loss 
 
Kind of loss 
 
Living situation 
 
Means of survival 
 
Consequences 
Ziliwe 3 Death of both 
parents 
Lived with grand- 
father, three 
uncles, aunts, 
sexual partner; 
then living alone 
Doing piece work 
(washing clothes in 
homes); engaged 
in sexual activities 
for financial gains 
Struggled on 
condom use 
leading to early 
child bearing  
Nane 11 Death of 
mother  & 
paternal 
financial 
support 
Living with her 
uncle (her 
ĨĂƚŚĞƌ ?ƐďƌŽƚŚĞƌ ) 
Dependent on her 
uncle; engaged in 
sexual activity to 
supplement 
finances offered by 
the uncle; relied 
on religious beliefs 
Achieved her 
vocational goals 
but her father 
lost control of 
her sexual 
behaviour  
Penina  10 Death of 
mother & 
physical 
attractiveness 
Living with her 
father & step 
mother with 
whom had 
antagonistic kind 
of relationship 
Fully dependent 
on her father for 
financial & 
emotional support  
Despite being 
stigmatised & 
expressing 
suicidal ideas, 
excelled 
academically 
Ulemu 4 Death of both 
parents 
Lived with grand- 
mother, brother; 
now living with 
aunt & sexually 
ĂďƵƐĞĚďǇĂƵŶƚ ?Ɛ
husband leading 
to suicidal ideas 
 
 
 
 
 
 
Independent  W 
relies on own 
business  W sell 
fried pan cakes at 
school & second 
hand clothes 
Self-reliant & 
reduced her 
vulnerability to 
sexual abuse 
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Name 
 
Age 
at 
loss 
 
Kind of loss 
 
Living situation 
 
Means of survival 
 
Consequences 
Mwatitha 3 Death of 
mother & 
physical 
attractiveness 
Lived with her 
uncle (physically 
abused)  before 
moving to live 
with her aunt  
where she faced 
sexual abuse by 
ĂƵŶƚ ?ƐŚƵƐďĂŶĚ 
Fully dependent 
on her uncle (her 
ŵŽƚŚĞƌ ?ƐďƌŽƚŚĞƌ )
then fully 
dependent on 
ĂƵŶƚ ?ƐŚƵƐďĂŶĚ
but neglected for 
whistle blowing on 
sexual harassment 
Lost support  of 
ĂƵŶƚ ?ƐŚƵƐďĂŶĚ
leading to 
suicidal attempt; 
engaged in 
sexual 
relationships for 
emotional 
support  
Gonjetso  13 Death of her 
mother 
Living with aunt, 
then in a 
boarding school 
Fully dependent 
on grandfather & 
aunt; her head 
teacher & service 
provider meet her 
academic needs; 
relied on religious 
beliefs 
One of the best 
students in her 
school  W  always 
on top ten list 
Fatsani 13 Paternal 
affection & 
support 
Living with her 
mother, who 
sells second 
hand clothes 
Dependent on her 
mother; engages 
in sexual activities  
for material & 
financial gains 
Rebellious 
behaviour, had 
four partners 
serially in four 
years; failed her 
Junior Certificate 
examinations 
Alindine  10 Death of her 
mother 
Living with her 
aunt 
Fully dependent 
on her aunt for 
material and 
financial support 
Achieved her 
academic and 
vocational goals 
Chitsanzo 9 Death of both 
parents  
Lived with 
sisters, now 
living with a 
husband, who 
adopted her six 
month 
pregnancy (by a 
married man) 
Fully dependent 
on her husband for 
personal & 
financial security 
Concealed her 
status to the 
husband; takes 
ARVs & gives 
child Bactrim 
when husband is 
at work 
Tawina 14 Imprisonment 
of her father 
Lived with her 
step-mother 
who never loved 
her; now living 
with her uncle  W 
unable to meet 
her needs 
Sought acceptance 
outside family 
unit; & engages in 
sexual activities  
for material & 
financial gains 
Had five sexual 
partners in five 
years serially; 
succumbs to 
ƉĂƌƚŶĞƌ ?ƐĐŚŽŝĐĞƐ
to keep 
relationships  
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Name 
 
Age 
at 
loss 
 
Kind of loss 
 
Living situation 
 
Means of survival 
 
Consequences 
Zaiwo 4 
 
 
 
14 
Death of father 
& eight siblings; 
mental 
capability & 
motivation  
First pregnancy 
to therapeutic  
abortion 
Living with her 
mother who 
spends most of 
her time at 
restaurant 
(business) 
Dependent on her 
mother; engaged 
in sexual 
relationships for 
companionship & 
emotional support 
Impregnated 
twice  W as 
influenced by 
peer pressure  
Tamando 10 Financial  
support 
Lived with her  
parents but 
unable to 
provide for her 
needs; now 
living with her 
husband 
Selling groundnuts 
-got stable partner 
to supplement 
income & support 
her family; was 
impregnated & 
fully dependent on 
him as husband 
Early marriage & 
child bearing at 
the age of 15 
years; her child & 
husband are HIV 
negative 
Dalo 11 Financial  
support 
 
Death of first 
husband & 
second child 
 
Second husband 
divorced her 
due to positive  
HIV status  
Lived with her  
parents but 
unable to 
provide for her 
needs; lived with 
first husband as 
second wife (at 
15 years); back 
to parents;  now 
living with fourth 
sexual partner 
Selling groundnuts 
-engaged in sexual 
activities  with 
older & married 
men to 
supplement her 
income & to gain 
support for her 
family; fully 
dependent on her 
fourth partner 
Early child 
bearing (15 
years); first child 
is HIV positive; 
lost first husband 
& second child to 
HIV related 
illness.  
Tanyada 10 Mental 
capability & 
motivation; 
deteriorating 
eye sight & 
sense of hearing 
Living with her 
parents 
Fully dependent 
on her father for 
material and 
financial support; 
her parents 
arranged for her 
supplementary 
classes; relied on 
religious belief 
Her academic 
potential was 
unleashed as 
with involvement 
of part-time 
teacher & her 
best friend 
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The chapter is divided into five sections. The first section focuses on how young women 
coped with their multiple losses in different contexts. This section highlights how 
supportive and trustworthy relationships, counselling and psychosocial support, faith, 
prayer and meditation assisted young women to cope with their HIV positive status. The 
second section highlights how feelings of love, acceptance and recognition promoted 
self-worth among the young women.  The third section focuses on the responsibilities 
young women took and the ways in which they attempted to earn a living and achieve 
some autonomy. However, not all young women struggled to earn their living as 
exemplified in section 6.4. The fourth section focuses on strategies young women 
employed to deal with stigma and discrimination in order to re-build their personal and 
social identity. Finally, ƚŚĞĐŚĂƉƚĞƌĐŽŶĐůƵĚĞƐǁŝƚŚĐĂƌĞŐŝǀĞƌƐ ?ƉĞƌƐƉĞĐƚŝǀĞƐŽŶƚŚĞŝƌŽǁŶ
ƐƚƌƵŐŐůĞƐ ŝŶĞŶĚƵƌŝŶŐƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐŵƵůƚŝƉůĞ ůŽƐƐĞƐĂŶĚ ŝŶĚĞĂůŝŶŐǁŝƚŚƉƌĂĐƚŝĐĂů
psychosocial and financial challenges affecting the young women. 
6.2 Coping with losses and adversity 
After the loss of worthiness and identity which HIV positive status caused, a new self-
concept was constructed by discovering new actions and relationships to boost their 
self- image and social identity. Hence, a young woman was an active agent, employing 
strategies which were both socially and economically empowering. In this regard, socio-
economic status, support systems, nature of relationships, desire to be loved or liked by 
others, and their values, preferences and needs ƐŚĂƉĞĚ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĐŽƉŝŶŐ
capabilities and outcomes. The strategies employed by the young women to cope with 
their losses included building and using strategic relationships such as adolescent-
caregiver/service provider support and trust; seeking love, acceptance and support; 
counselling and psychosocial support; faith, prayer and meditation. The supportive 
relationships yielded the social capital, the young women needed to cope positively. 
The extent of having effective support networks depended upon parental/caregiver 
connection and support, participation in teen clubs, school attendance and young 
ǁŽŵĞŶ ?Ɛ ĂďŝůŝƚǇto exercise their agency21 in making decisions and choices. Young 
women who had large support networks or a wider range of resources (within the 
                                                     
21
 /Ŷ ƚŚŝƐ ƐƚƵĚǇ ? ĂŐĞŶĐǇ ƌĞĨĞƌƐ ƚŽ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂďŝůŝƚǇ ƚŽ ƌĞĨůĞĐƚ ĂŶĚ ĂĐƚ ŽŶ ŝƐƐƵĞƐ ĂĨĨĞĐƚŝŶŐ
their lives including SRH related, make effective choices and transform the choices into desired 
outcomes. 
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family, society and the health systems) coped more positively than those with limited 
support networks.  
6.2.1 Experiencing supportive and trustworthy relationships 
After losing parents and significant others, the young women had a greater need for 
stability, care and protection. For a number of young women, family capacity 
represented the single most important factor in building a protective environment. 
Relationships with caregivers, aunts, uncles, step-parents, siblings, peers and significant 
others like service providers, teachers and sexual partners were a complex part of their 
personal and social lives and the glue that held their lives together. The relationships 
fundamentally influenced not only how one ƉĞƌĐĞŝǀĞĚŽŶĞ ?ƐƐĞůĨ ?ďƵƚĂůƐŽƉĞƌĐĞƉƚŝŽŶƐŽĨ
their value or worth to the social world, as they were fundamental in building 
economic/social capital. The strong attachment with a parent/caregiver or significant 
others was observed as an important ingredient to self-acceptance and positive self-
image. For instance, Nane, Penina, Gonjetso and Tanyada reported that the steady, 
trustworthy, positive and mutually supportive relationships they experienced with their 
biological parents enhanced their self-perceptions, self-acceptance, academic 
competency and self-worth. The positive functional relationships, intertwined with their 
ability to make decisions confidently, reinforced development of a stronger sense of 
self-worth, which in turn enhanced their ability to accept their status, possess a clear 
sense of meaning in their lives, excel academically and function autonomously. 
Regardless of their age and the HIV positive status, the young women felt their 
parents/caregivers had seen them as worthy of trust, having potential and a sense of 
responsibility, which made them optimistic in life.  
 “DƵŵǁĂƐǀĞƌǇƐƵƉƉŽƌƚŝǀĞ, when my blood tested HIV positive I accepted my 
status; she encouraged me to work hard in school despite my positive status 
to change my fate. As a teacher, she valued education; always she said, 
 ‘ǁŽƌŬŚĂƌĚ ?ƚŽďĞĞŵƉůŽǇĞĚ ?ƚŽďĞƌĞƐƉŽŶƐŝďůĞĨŽƌƚŚĞǇŽƵŶŐŽŶĞƐ ?/ŬŶŽǁǇŽƵ
will make it, you ŚĂǀĞƚŚĞƉŽƚĞŶƚŝĂů ? ?DƵŵ ?ƐƚƌƵƐƚĂŶĚĞŶĐŽƵƌĂŐĞŵĞŶƚƐŵĂĚĞ
ŵĞ ĂƉƉƌĞĐŝĂƚĞ ŵǇƐĞůĨ ƚŚĂƚ ĞĂƌůǇ ? ĂŶĚ / ĂůǁĂǇƐ Ăŝŵ ŚŝŐŚ ƚŽ ĨƵůĨŝů ŵƵŵ ?Ɛ
dreams. My desire is to go to University to be self-reliant and care for my 
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ǇŽƵŶŐĞƌƐŝďůŝŶŐƐ ?/ĚŽŶ ?ƚŶĞĞĚĂŶǇŽŶĞƚŽƚĞůůŵĞƚŚat am capable; I have my 
goals in life. (Gonjetso, 16) 
For Gonjetso, Alindine and Tanyada being trusted by their caregivers/parents was 
emotionally satisfying and increased their self-worth and validated their good character. 
/ƚŝƐĐůĞĂƌŝŶ'ŽŶũĞƚƐŽ ?ƐĂĐĐŽunt that she drew enormous strength from her mother and 
she indicated that she did not expect anyone to approve her potential as she was 
focused (see Panel 1). It appeared that Gonjetso attained her sense of achievement 
prior to puberty, which possibly assisted her to resist heavy social pressures toward 
conformity. Similarly, both Tanyada and her service provider, Mr Nandi, shared the 
views that being entrusted with the responsibility of taking care of the family and her 
younger sibling made Tanyada feel responsible and motivated to strive towards 
achieving the anticipated meaningful role of caring for her siblings if something 
happened to her parents. 
 “DǇĚĂĚĂŶĚŵƵŵůŽŽŬƚŽŵĞĂƐƚŚĞŝƌŚŽƉĞƚŽůŽŽŬĂĨƚĞƌŵǇƐŝďůŝŶŐƐ ŝŶƚŚĞ
near future; they believe I will care for them, so I work hard in school to 
ƉƌŽǀŝĚĞŐŽŽĚƐƵƉƉŽƌƚƚŽŵǇƐŝďůŝŶŐƐĂŶĚŵǇƉĂƌĞŶƚƐ ? ?(Tanyada, 16) 
 “dŚĞƉĂƌĞŶƚƐĞŶƚƌƵƐƚŚĞƌǁŝƚŚĂůŽƚŽĨƌĞƐƉŽŶƐŝďŝůŝƚŝĞƐƐŽĂƐƚŽŵĂŬĞŚĞƌĨĞĞů
that she is like any other normal young woman. She brings the other infected 
child to the centre and that helps her feel responsible as she explains the 
ĐŚŝůĚ ?Ɛ ĐŽŶĚŝƚŝŽŶ ƚŽ ƚŚĞ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ĂŶĚ ƉƌŽǀŝĚĞƐ ĨĞĞĚďĂĐŬ ƚŽ ŚĞƌ
ƉĂƌĞŶƚƐ ? ?(Mr Nandi, Tanyada ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? )  
Nane and Penina also acknowledged the supportive and trustworthy relationships they 
experienced with their fathers as promoting their academic achievements hence self-
worth as young women. 
  “/ ĨŽƵŶĚ ŝƚ ĚŝĨĨŝĐƵůƚ ƚŽ ĂĐĐĞƉƚ ŵǇ ƐƚĂƚƵƐ ? ďƵƚ ŵǇ ĨĂƚŚĞƌ ?Ɛ ƐƵƉƉŽƌƚ ĂŶĚ
encouragements to work hard in school despite my positive status, assisted 
me to accept my status, look at myself as worth of achieving my dreams in 
life  W am pursuing a course in HIV Management. He has contributed so much 
to my academic achievements; I believe I will effectively support my younger 
ƐŝďůŝŶŐƐĂŶĚŵǇĨĂƚŚĞƌŝŶƚŚĞĨƵƚƵƌĞ ? ?(Nane, 19) 
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ZĞĨůĞĐƚŝŶŐŽŶEĂŶĞ ?Ɛ ?'ŽŶũĞƚƐŽ ?Ɛ ĂŶĚdĂŶǇĂĚĂ ?Ɛ accounts, it can be deduced that both 
ŵĂůĞ ĂŶĚ ĨĞŵĂůĞ ďŝŽůŽŐŝĐĂů ƉĂƌĞŶƚƐ ? ƐƵƉƉŽƌƚ ƐĞĞŵĞĚ ƚŽhave an impact on young 
ǁŽŵĞŶ ?ƐůŝǀĞƐĂƐƚŚĞǇƚĂŬĞĂŶĂĐƚŝǀĞƌŽůĞŝŶƐƵƉƉŽƌƚŝŶŐǇŽƵŶŐǁŽŵĞŶ ?ƐĚĞǀĞůŽƉŵĞŶƚŽĨ
 ‘ƐĞůĨ ? ?,ŽǁĞǀĞƌ ?&ĂƚƐĂŶŝŚĂĚĂĚŝĨĨĞƌĞŶƚƐƚŽƌǇ; she perceived that paternal neglect (which 
ensued upon her father marrying a fourth wife while she was hospitalised) diminished 
her self-worth and sense of belonging to the family. This further diminished her morale 
for academic endeavour. 
 “ĂĚŶĞǀĞƌĐĂƌĞĚĂďŽƵƚŵĞǁŚĞŶ /ǁĂƐŚŽƐƉŝƚĂůŝƐĞĚ ? ? ? ŚĞ ĨŽƌƐŽŽŬŵĞthe 
time I needed him most, ŚĞ ůĞĨƚ ĨŽƌĂŶŽƚŚĞƌǁŝĨĞ ? ŝƚ ?ƐǀĞƌǇĚĞƉƌĞƐƐŝŶŐ ƚŽďĞ
treated like that by your own parent without his support; am I recognised? I 
ǁŽŶĚĞƌ ? ? ? ?I failed exams and am not interested to repeat. ? (Fatsani, 17)  
In contrast ? 'ŽŶũĞƚƐŽ ?Ɛ ŵŽƚŚĞƌ ĂŶĚ dĂŶǇĂĚĂ ?Ɛ ƉĂƌĞŶƚƐwere very optimistic that their 
children were capable to achieve their academic and vocational goals, and would grow 
up to adulthood. They ŝŶǀĞƐƚĞĚŝŶƚŚĞŝƌĐŚŝůĚƌĞŶ ?ƐĞĚƵĐĂƚŝŽŶŝŶƚŚĞĞǆƉĞĐƚĂƚŝŽŶƚŚĂƚƚŚĞ
young women could attain self-reliant future and meaningfully care for their younger 
siblings as the parents anticipated their untimely death. For instance ?'ŽŶũĞƚƐŽ ?ƐŵŽƚŚĞƌ
 ?ďĞĨŽƌĞ ŚĞƌ ĚĞĂƚŚ ) ƐĞĐƵƌĞĚ ĨƵŶĚƐ ĨŽƌ ƚŚĞ ĂĚǀĂŶĐĞŵĞŶƚŽĨ 'ŽŶũĞƚƐŽ ?Ɛ ĞĚƵĐĂƚŝŽŶ ?
although the funds were exhausted within a year on home management, as her aunt 
lacked resources. Similarly, Mr and Mrs Mipando arranged supplementary lessons for 
their daughter, Tanyada, by commissioning a part-time teacher to help Tanyada to 
release her potential to become a successful student and achieve self-reliance in the 
future.  
 “KƵƌĚĂƵŐŚƚĞƌǁĂƐŶŽƚƉĞƌĨŽƌŵŝŶŐǁĞůůĚĞƐƉŝƚĞŚĞƌĞĨĨŽƌƚƐŝŶƐĐŚŽŽů ?ďƵƚǁĞ
realised that she had problems with sight and hearing. We thought of having 
a part-time teacher who is very closer to her and takes her through the 
lessons at her pace; she is now doing very well in school, we believe if she is 
well educated, she will assist her siblings with minimal challenges after we 
ĂƌĞŐŽŶĞ ? ? ?DƌDŝƉĂŶĚŽ ?dĂŶǇĂĚĂ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
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DƌEĂŶĚŝ ?dĂŶǇĂĚĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ, commended Mr and Mrs MipanĚŽ ?ƐƐƵƉƉŽƌƚĂŶĚ
good relationship with their daughter, Tanyada which enabled her to feel worthy and 
capable academically, ĚĞƐƉŝƚĞŚĞƌŚĞĂƌŝŶŐĂŶĚƐŝŐŚƚƉƌŽďůĞŵƐ ?dŚĞƉĂƌĞŶƚƐ ?ƐƵƉƉŽƌƚhad 
ĞŶƌŝĐŚĞĚdĂŶǇĂĚĂ ?ƐŝŶƚĞůůĞĐƚƵĂůĐĂƉĂďŝůŝƚŝĞƐŚĞŶĐĞĂƐƐŝƐƚŝŶŐŚĞƌƚŽ look at her life with a 
purpose. 
 “ ? ? ?/ƐĂůƵƚĞŚĞƌƉĂƌĞŶƚƐĨŽƌďĞŝŶŐĐůŽƐĞƌƚŽŚĞƌ ?dĂŶǇĂĚĂ ) ?ƚŚĞǇŐƌĞĂƚůǇĂƐƐŝƐƚ
her to add value to her life because they understand her situation better. 
They always monitor her condition with keen interest and intervene 
whenever necessary like the mental incapability they arranged for part-time 
lessons which have ĂƐƐŝƐƚĞĚ ŚĞƌ ƚŽ ƉĞƌĨŽƌŵ ǁĞůů ŝŶ ƐĐŚŽŽů ? ? (Mr Nandi, 
dĂŶǇĂĚĂ ?ƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
Zaiwo also valued the parental care and support rendered by her mother, Mrs Zangawe 
to her and the child including the nutritional supplements. She demonstrated the 
significance of the biological parent upon her life in coping with her HIV positive status 
and early child bearing. Zaiwo believed that such support would likely be unattainable if 
she was in a foster family, as reflected in her change in attitude and constant reminder 
of her mother to take ARVs, thus maintaining her source of support. 
 “ ?ƚŚŽƵŐŚ / ŚĂĚ Ă ĐŚŝůĚ ǁŚŝůĞ ǇŽƵŶŐ ? ŵƵŵ ŚĂƐ ďĞĞŶ ŽĨŐƌĞĂƚ ŚĞůƉ ƚŽ ŵĞ ? /
ǁŽƵůĚŶ ?ƚŚĂve made it without her and no other person could do it for me. I 
ĞŶƚƌƵƐƚĞĚŚĞƌǁŝƚŚŵǇĐŚŝůĚ ?ƐĐĂƌŝŶŐƌĞƐƉŽŶƐŝďŝůŝƚǇƚŚŽƵŐŚŝƚǁĂƐƚŽŽŵƵĐŚĨŽƌ
her but she was responsible for the provision of all our basic needs including 
special food for my baby; she is ƌĞůŝĂďůĞĨŽƌƵƐ ? ? (Zaiwo, 19) 
DƌƐĂŶŐĂǁĞƌĞƉŽƌƚĞĚƚŚĂƚƐŝŶĐĞƐŚĞĂƐƐƵŵĞĚĨƵůůĐĂƌŝŶŐƌĞƐƉŽŶƐŝďŝůŝƚǇŽĨĂŝǁŽ ?ƐĐŚŝůĚ ?
ĂŝǁŽĚĞŵŽŶƐƚƌĂƚĞĚĂĐŚĂŶŐĞŝŶďĞŚĂǀŝŽƵƌƉĂƌƚŝĐƵůĂƌůǇŝŶƌĞůĂƚŝŽŶƚŽƚŚĞ ‘ďůĂŵĞŐĂŵĞ ?
regarding her positive status. 
 “^ŝŶĐĞ ƐŚĞ ĚĞůŝǀĞƌĞd her child, she stopped insulting me of passing on the 
virus to her but rather reminding me to faithfully take ARVs; she ensures that 
/ĂĚŚĞƌĞƚŽZsƐ ? ? ?DƌƐĂŶŐĂǁĞ ?ĂŝǁŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
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DƐ ĞŶŐĂ ?ĂŝǁŽ ?Ɛ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ, perceived that Mrs Zangawe was instrumental in 
ƉƌŽŵŽƚŝŶŐ ĂŝǁŽ ?Ɛ ŵĞŶƚĂů ĂŶĚ ƉŚǇƐŝĐĂů ǁĞůů-being as she had been there for Zaiwo, 
assuming the caring responsibility of her child. Ms Benga felt that their trustworthy and 
ŵƵƚƵĂůůǇƐƵƉƉŽƌƚŝǀĞƌĞůĂƚŝŽŶƐŚŝƉƐĞĞŵĞĚƚŽƉƌŽŵŽƚĞĂŝǁŽ ?ƐĨĞĞůings of self-worth as a 
young woman, for she perceived increased sense of belonging to the family despite her 
early child bearing and being solely dependent on her mother for support. 
 “^ŝŶĐĞƐŚĞǁĂƐŵĞŶƚĂůůǇƌĞƚĂƌĚĞĚ ?ŝƚǁĂƐǀĞƌǇĚŝĨĨŝĐƵůƚĨŽƌŚĞƌƚŽĐĂƌĞfor her 
ďĂďǇ ? ƐŚĞ ĞŶƚƌƵƐƚĞĚ ƚŚĞ ĐŚŝůĚ ?Ɛ ĐĂƌŝŶŐ ƌĞƐƉŽŶƐŝďŝůŝƚǇ ƚŽ ŚĞƌ ŵŽƚŚĞƌ ?Breast 
feeding was a challenge; and always the baby was with her mother, which 
meant she had nothing to do with the child and her mother ensured that 
both were properly cared for, ƐŚĞƐƚŝůů ůŽŽŬĞĚƐŵĂƌƚĂƐĂǇŽƵŶŐǁŽŵĂŶ ? ? ? ? 
 ?DƐĞŶŐĂ ?ĂŝǁŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
Nane, Penina, Fatsani, Zaiwo, Tamando, Dalo and Tanyada described their parents as 
being very affectionate and understanding which they also attributed to the familial HIV. 
The intimate relationships within the family positively impacted upon yŽƵŶŐ ǁŽŵĞŶ ?Ɛ
self-acceptance, self-worth and motivated them to attach value to their lives, as they 
felt they were all in it together. 
 “DǇĨĂƚŚĞƌŝƐĂůƐŽ,/sƉŽƐŝƚŝǀĞƐŽŚĞƵŶĚĞƌƐƚĂnds me better. He has been so 
friendly and he disclosed his positive status to me. I feel supported and loved 
especially the time I had suicidal ideas following the posting of my status on 
the face book by my friends at school. He reassures me that it was not my 
fault that I am HIV positive but his mistake for passing on the virus to my 
ŵŽƚŚĞƌ ?ĂĐĐĞƉƚŝŶŐƚŚĞďůĂŵĞůĞƐƐĞŶƐŵǇĂŶǆŝĞƚŝĞƐ ? ?(Penina, 19)   
While having six family members infected with HIV, ŝŶĐůƵĚŝŶŐĂůŽ ?ƐŽǁŶĐŚŝůĚ, could be 
ĐŽŶƐŝĚĞƌĞĚ ĂƐ Ă ďƵƌĚĞŶ ƚŽ ƚŚĞ ĨĂŵŝůǇ ?Ɛ ůŝŵŝƚĞĚ Žƌ ĚĞƉůĞƚĞĚ ƌĞƐŽƵrces, Dalo took it 
positively. She felt that familial HIV brought the family together and lessened their stress 
of being stigmatised and discriminated against, as they shared similar experiences within 
their family. 
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 “/ƚ ŝƐ Ɛŝǆ ŽĨ ƵƐ ? ǁŚŽ ĂƌĞ ,/s ƉŽƐŝƚŝǀĞ ŝŶ ŽƵƌ ĨĂŵŝůǇ ŝŶĐůƵĚŝŶŐ ŵǇ ƐŝƐƚĞƌ ? ŵǇ
mother, my father, brother and my daughter, and we encourage each other. 
tĞƐƵƉƉŽƌƚĂŶĚƵŶĚĞƌƐƚĂŶĚĞĂĐŚŽƚŚĞƌďĞƚƚĞƌ ?ǁĞĚŽŶ ?ƚŝƐŽůĂƚĞĂŶǇŽŶĞ than 
ŝĨŝƚǁĂƐŽŶůǇŽŶĞŽƌƚǁŽŽĨƵƐ ? ?(Dalo, 19)   
Mwatitha concurred with Dalo that sharing similar HIV positive experiences and 
expectations within the family promotes affectionate, mutual and supportive 
relationships. She felt that familial HIV could reinforce the development of young 
ǁŽŵĞŶ ?Ɛstronger sense of belonging to their families hence their self-worth, as the 
members could realign their expectations and norms to the dynamics of the family to 
promote connection, care and acceptance, hence facilitating positive coping.  
 “ ? ? ?ƚŚĞĨĂŵŝůǇƚŚĂƚůŝǀĞƐƚŽŐĞƚŚĞƌ ?ĞŶĐŽƵƌĂŐŝŶŐĂŶĚƐŚĂƌŝŶŐĐŚĂůůĞŶŐĞƐǁŝƚŚ
each other is a happy family despite the positive HIV status and life gets on 
easily without social exclusion. I wish my parents were alive, they could have 
been responsible and understand my experiences than living among those 
ǁŚŽ ůŽŽŬ Ăƚ ǇŽƵ ĂƐ Ă ďƵƌĚĞŶ ? ǁŚŽ ĚŽŶ ?ƚ ĞǀĞŶ ƵŶĚĞƌƐƚĂŶĚ ǁŚĂƚ ǇŽƵ ĂƌĞ
ƉĂƐƐŝŶŐƚŚƌŽƵŐŚ ? ?(Mwatitha, 18) 
Nane, Ulemu, Mwatitha, Gonjetso, Alindine and Tanyada also acknowledged the support 
rendered by significant others like aunts, uncles, grandparents, teachers and service 
providers as creating an opportunity for the young women to achieve their academic 
and vocational goals, hence coping positively.  
 “/ŶŝƚŝĂůůǇ/ǁĂƐŶŽƚŝŶƚĞƌĞƐƚĞĚ in my life and in progressing with my education, 
ďĞĐĂƵƐĞ / ƚŚŽƵŐŚƚ / ǁŽƵůĚ ĚŝĞ ĂŶǇǁĂǇ ? ďƵƚ ĂƵŶƚ ?Ɛ ůŽǀĞ ĂŶĚ ĐĂƌĞ ĂŶĚ ŵǇ
ƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ?ƐƚŝŵĞĂŶĚƐƵƉƉŽƌƚŵĂĚĞŵĞĂĐĐĞƉƚŵǇƐƚĂƚƵƐ ?ĂƚƚĂĐŚǀĂůƵĞ
to my life and education. I made a decision not to mess up my life so as not to 
disappoint aunt, to achieve my dreams like be employed and live 
ŝŶĚĞƉĞŶĚĞŶƚůǇ ? ŶŽǁ Ăŵ ĂůŵŽƐƚ ĨŝŶŝƐŚŝŶŐ ŵǇ ƐƚƵĚŝĞƐ ĂŶĚ ‘Ăŵ ƚŚĞ ŽŶůǇ ŽŶĞ
who has gone to college among aunt's children. Soon I will be teaching and 
supporting ŵǇƐĞůĨ ? ?(Alindine, 19)  
Equally, the role of GonjĞƚƐŽ ?ƐĐĂƌĞŐŝǀĞƌ ?DƌdĂŵďƵůĂ ?ŚĞƌƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ?DƐDďĞŶƵ ?
and the family members, especially her mother (before she died) and her grandfather, 
ǁĂƐ ĐƌŝƚŝĐĂů ƚŽ 'ŽŶũĞƚƐŽ ?Ɛ ĂĐĂĚĞŵŝĐ ƐƵĐĐĞƐƐ  ?ƐĞĞ WĂŶĞů ? ) ? 'ŽŶũĞƚƐŽ ƌĞƉŽƌƚĞd that she 
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received material and monetary support from her grandfather, who looked to her as a 
potential granddaughter to continue the developments that her mother initiated. 
Gonjetso further reported establishing a mentoring relationship with Ms Mbenu in 
particular, who 
provided her 
with guidance 
and support 
which greatly 
seemed to 
boost her self-
worth. 
Gonjetso 
described Ms 
Mbenu as her 
mentor and 
being very 
supportive; Ms 
Mbenu 
admired the 
support that 
Mr Tambula 
was offering to 
Gonjetso. Ms 
Mbenu 
believed that 
Gonjetso 
remained 
focused in her 
studies because she had a wider range of support/resources a needy student would 
require in a boarding school.  
I commend her headmaster (Mr Tambula) who is very supportive since he 
knew her positive status. She is always given exit, the headmaster gives her 
Panel 1: Gonjetso, 16 years old 
 
Gonjetso was born in a family of three children and her mother died when 
Gonjetso was 13 years old. By the time she was diagnosed as HIV positive, she had 
an intimate supportive relationship with her mother, which enhanced her ability 
to accept her status, ĂƚƚĂĐŚ ŵĞĂŶŝŶŐ ƚŽ ŚĞƌ ůŝĨĞ ĂŶĚ ĞǆĐĞů ĂĐĂĚĞŵŝĐĂůůǇ ?  “DƵŵ
provided for all our needs and she saw potential in me to excel academically and 
ĐĂƌĞĨŽƌŵǇƐŝďůŝŶŐƐ ? ?ĨƚĞƌĚĞĂƚŚŽĨŚĞƌŵŽƚŚĞƌ ?'ŽŶũĞƚƐŽǁŝƚŚŚĞƌƐŝďůŝŶŐƐ ?ƚǁŽ )
were sent to live in the village with their aunt, who was finding it difficult to 
secure for their needs, instead her grandfather was providing for her school fees 
ĂŶĚŽƚŚĞƌĂĐĂĚĞŵŝĐŶĞĞĚƐ ?  “DǇŐƌĂŶĚƉĂ ƉƌĂǇƐ ĨŽƌŵĞďĞĨŽƌĞ /ůĞĂǀĞ ĨŽƌƐĐŚŽŽů ?
pays for my school fees, and gives me pocket moneǇ ? ? ,ŽǁĞǀĞƌ ? 'ŽŶũĞƚƐŽ Ɛƚŝůů
struggled to meet her academic needs and she dropped out of school.  
 
Chiyembekezo Centre secured a place at Takulandira gender mixed boarding 
school and a government bursary through the District Education Office for her to 
continue with her studies. The news electrified Gonjetso and boosted her self-
determination and self-confidence in academic achievements as she saw the 
ŐƌĞĞŶ ůŝŐŚƚ ƚŽ ĨƵůĨŝůůŝŶŐ ŚĞƌ ŵŽƚŚĞƌ ?Ɛ ĚƌĞĂŵ ŽĨ ŚĂǀŝŶŐŚĞƌ ƚĂŬĞ ŽǀĞƌ ƚŚĞ ĐĂƌŝŶŐ
responsibility of her siblinŐƐ ?  “/ƚ ǁĂƐ ůŝŬĞ Ă ĚƌĞĂŵ ďĞŝŶŐ ŽĨĨĞƌĞĚ Ă ƉůĂĐĞ Ăƚ Ă
ďŽĂƌĚŝŶŐƐĐŚŽŽů ?ŝƚǁĂƐĂŵŝƌĂĐůĞ ?ŵƵŵ ?ƐĚĞƐŝƌĞǁŝůůďĞĨƵůĨŝůůĞĚ ?'ŽŶũĞƚƐŽ ?ĂƚĞĞŶ
club participant acknowledged that the continuity of the support she received 
from Ms Mbenu, (service provider) and Mr Tambula, (caregiver) were 
ŝŶƐƚƌƵŵĞŶƚĂů ŝŶ ĨĂĐŝůŝƚĂƚŝŶŐ ŚĞƌ ĂĐĂĚĞŵŝĐ ƐƵĐĐĞƐƐ P  “ƐŚĞ ĂƐƐŝƚ ŵĞ ǁŝƚŚ ŵŽŶĞǇ ?
ĐůŽƚŚĞƐ ĂŶĚ ƐŽĂƉ Q ? ?ďĞŝŶŐ Ă ǇŽƵŶŐ ǁŽŵĂŶ ? ƐŚĞ ƵŶĚĞƌƐƚĂŶĚƐ ĂŶĚ ĂƐƐŝƐƚƐ ŵĞ ƚŽ
achieve my academic goals. Her headmaster, Mr Tambula offered her an 
opportunity to store her ARVs in his office which made her feel self-worth. Her 
appointment as a library prefect responsible for control of books on loans in her 
school was a morale booster as she felt highly recognised by the school 
ĐŽŵŵƵŶŝƚǇ ?  “/ ?ǀĞ ƚƌƵƐƚĞĚŵǇŚĞĂĚmaster with my status; he never disclosed my 
status to anyone. I store my drugs in his office and collect them without 
ƌĞƐƚƌŝĐƚŝŽŶƐ ?ŝƚ ?ƐĂŶŚŽŶŽƵƌƚŽŵĞ Q Q Q ?ŝŵĂŐŝŶĞ ‘ĂŵĂůƐŽƚŚĞĞůĞĐƚĞĚƐĐŚŽŽůůŝďƌĂƌǇ
prefect, do I need to be told that am worth and capable ? ?&ĞĞůŝŶŐƐƵƉƉŽƌƚĞĚĂƚ
both familial and community levels and within the health system assisted 
Gonjetso to attain excellent academic achievements and she felt her identity 
completely changed to a successful student despite her status. The headmaster 
identified Gonjetso as one of the best top ten students in a class of over 100 
students and potential student for university selection. Gonjetso was aspiring to 
become a medical doctor.  
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money for groceries or to come for ĚŽĐƚŽƌ ?Ɛ ĂƉƉŽŝŶƚŵĞŶƚƐ ĂŶĚ ƚĞĞŶ ĐůƵď
meetings; he informed the boarding master not to restrict her from visiting 
the hospital. No wonder Gonjetso is doing extremely well in class; she has the 
ƐƵƉƉŽƌƚƐŚĞŶĞĞĚƐ ? ? ?DƐDďĞŶƵ ?'ŽŶũĞƚƐŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
Gonjetso had large support networks or wider range of resources (within the family, 
society and the health systems) and she coped optimistically with her HIV positive 
status (see Panel 1). 
Furthermore Ziliwe and Gonjetso were beneficiaries of youth organisation and 
government bursaries respectively for their secondary school education. Gonjetso, had 
her grandfather, the head teacher and the service provider supporting her materially, 
financially and academically enabling her to become the best student in the boarding 
school, however Ziliwe lacked supplementary support and ended up establishing 
unhealthy relationships for support.  
 “dŚŽƵŐŚƚŚĞǇŽƵƚŚŽƌŐĂŶŝƐĂƚŝŽŶƉĂŝĚĨŽƌŵǇƐĐŚŽŽůĨĞĞƐƵŶƚŝů/ĐŽŵƉůĞƚĞĚŵǇ
secondary school level, but still I had to look for my meal for the day and my 
accommodation. How could I go to school on an empty stomach? I found a 
male partner to supply for my other needs including food; but I ended up 
being impregnated, and the organisation phased out, now I have no-one to 
ƉĂǇĨŽƌŵǇĨƵƌƚŚĞƌĞĚƵĐĂƚŝŽŶ ? ?(Ziliwe, 18)  
While a wide range of supportive structures at family and community levels and within 
the health services empowered the majority of young women to cope positively with 
their HIV positive status, Ziliwe, Chitsanzo and Dalo perceived that their situations 
particularly lack of good support structures often dragged them backwards from 
achieving their goals in life.   
 “ ? ? ? ?ŝƚ ?Ɛ ůŝŬĞ ǁŚŝůĞ ǇŽƵ ǁĂŶƚ ƚŽ ŵŽǀĞ ĨŽƌǁĂƌĚ ? ǇŽƵƌ ůŝĨĞ ŝƐ ŬŝŶĚ ŽĨ ŐĞƚƚŝŶŐ
ďĂĐŬĂŐĂŝŶ ? ? ?tŚĞŶ/ŵŽǀĞĚƚŽůŝǀĞǁŝƚŚŵƵŵ ?ƐĐŽƵƐŝŶ ?ƐŚĞǁĂƐǀĞƌǇůŽǀŝŶŐ ?
ĂŶĚƉƌŽǀŝĚŝŶŐĨŽƌĂůůŵǇŶĞĞĚƐ ?ůŝĨĞďĞĐĂŵĞĞĂƐŝĞƌ ? ? ?/ĨĂŝůĞĚĞǆĂŵƐ ?ƐŚŽƵůĚ/
repeat the class but my age?  I had to move and live with my young 
sister ?ŚŽǁǁŝůůƐŚĞŵĞĞƚŵǇŶĞĞĚƐ ?/ĨŽƵŶĚĂƉĂƌƚŶĞƌ ? ? ?ĂƐŵǇƉƌŽǀŝĚĞƌ ?ďƵƚ
ŚŽǁĚŽ/ƉĂǇďĂĐŬ ? ? ?/ďĞĐĂŵĞƉƌĞŐŶĂŶƚ ? ?(Chitsanzo, 19)  
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It is clear from this section that young women who had a wider range of support 
networks coped positively (e.g. Gonjetso) as compared to those who struggled to access 
resources or had limited support networks (e.g. Tawina, Chitsanzo, Tamando and Dalo) 
as shown in Chapter Seven. 
6.2.2 Valuing counselling and psychosocial support 
Counselling
22
 at the time of high emotional distress, HIV testing (before and after HIV 
testing and diagnosis), or on-going counselling was significant to young women because 
it provided them with critical information and continuous support. A number of the 
young women reported that counselling involved emotional support and information 
exchange between the counsellor, themselves and their significant others including 
family members or primary caregivers. It was directed at meeting the ǇŽƵŶŐǁŽŵĞŶ ?Ɛ
optimal physical, mental and social health and functioning. The majority felt the 
counselling enabled them to cope with their emotional stresses of HIV positive status, 
consequent problems like bereavement and to take personal decisions regarding 
necessary lifestyle changes that facilitated preventive and therapeutic behaviours. 
Penina, Nane, Gonjetso, Zaiwo, Fatsani, Tamando, Dalo and Tanyada perceived that 
such counselling helped them to come to terms with the realities of HIV positive status 
and to act in a balanced way. The initial and on-going counselling sessions assisted them 
to accept the uncertainty of their future and objectively analyse feared issues such as 
life-long illness and treatment, untimely deaths, social exclusion, pain and separation 
from parents or significant others by death. They all indicated that the service 
ƉƌŽǀŝĚĞƌƐ ?ƐƵƉƉŽƌƚĂŶĚƐĞĞŝŶŐŽƚŚĞƌƐǁŚŽŚĂĚŐƌŽǁŶǁŝƚŚƚŚĞǀŝƌƵƐƚŽǇŽƵŶŐĂĚƵůƚŚŽŽĚ
leading meaningful lives were instrumental in reinforcing their self-worth. They felt that 
ƚŚĞ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ? ŝŶƚĞƌĞƐƚ ŝŶ ƚŚĞŝƌ ƉŚǇƐŝĐĂů ǁĞůů-being facilitated their status 
acceptance and reinforced their positive self-image as both ĐĂƌĞŐŝǀĞƌƐ ? ĂŶĚ ƐĞƌǀŝĐĞ
ƉƌŽǀŝĚĞƌƐ ?ĂƚƚŝƚƵĚĞƐĂŶĚĂĐƚŝŽŶƐƉŽƌƚƌĂǇĞĚŚŝŐŚƌĞŐĂƌĚĨŽƌƚŚĞŝƌůŝǀĞƐ ?  
                                                     
22
 In this study counselling is defined as a confidential dialogue between a young woman and the 
counsellor or service provider aimed at enabling the young woman to cope with the stress associated 
with her positive HIV status and to take personal decisions relating to living positively and achieving 
optimal physical, psychological and social well-being.  
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 “ ? ? ?ǁith several counselling sessions, their support, and seeing friends 
growing healthy, I felt it is possible to live like any other young woman who is 
,/sŶĞŐĂƚŝǀĞ ? ?(Penina, 19) 
The young women further reported that having counselling sessions together with their 
parents/caregivers made them optimistic about living positively and longer. Penina, 
Nane, Gonjetso, Zaiwo, Fatsani, Tamando, Dalo and Tanyada attributed their 
ƉĂƌĞŶƚƐ ?ĐĂƌĞŐŝǀĞƌƐ ?ĞĨĨŽƌƚƐƚŽĂƐƐŝƐƚƚŚĞŵto comply with the guidance offered by service 
providers to their involvement in counselling sessions. DƌƐDǁĂƚŝƉĂ ?ĂůŽ ?ƐŵŽƚŚĞƌ ?DƌƐ
ĂŶŐĂǁĞ ? ĂŝǁŽ ?Ɛ ŵŽƚŚĞƌ ĂŶĚ dĂŶǇĂĚĂ ?Ɛ ƉĂƌĞŶƚƐ ? Dƌ ĂŶĚ DƌƐŝƉĂŶĚŽ ĂůƐŽ ĨĞůƚ ƚŚĂƚ
family counselling was crucial as it assisted them to embrace HIV associated challenges 
as a family, accept parental responsibility and promote emotional support within the 
family unit. 
 “/ŶŝƚŝĂůůǇǁĞǁĞƌĞŚĂǀŝŶŐĐŽƵŶƐĞůůŝŶŐƐĞƐƐŝŽŶƐĂƐĂĨĂŵŝůǇĂŶĚƚŚĂƚŚĞůƉĞĚƵƐ
to understand HIV positive status, take up the challenges and support each 
other as a family. Later, my daughters were being counselled as individuals 
ĂŶĚ ƚŚĞǇ ƐĞĞŵ ƚŽďĞŶĞĨŝƚ ĨƌŽŵƚŚĞ ƐĞƐƐŝŽŶƐ ĂƐ ǁĞůů ? ? ?DƌƐDǁĂƚŝƉĂ ? ĂůŽ ?Ɛ
caregiver, 38)  
  “dŚŽƵŐŚ / ŚĂǀĞ ĐŚĂůůĞŶŐĞƐ ǁŝƚŚ ŵǇ ƐƚĞƉŵŽƚŚĞƌ ďƵƚ ĚĂĚ ŝƐ always very 
supportive to me; is it because we were together during initial counselling 
sessions? He consistently support and encourage me to live positively and 
achieve my dreams ? ?(Nane, 19) 
Mr Zidelu ?&ĂƚƐĂŶŝ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? believed that on-going counselling and emotional 
support were crucial to assist young women fully comprehend the HIV positive status 
and strategies that promote living positively to prolong their life span, enhance security 
of personal identity and look at life meaningfully despite being HIV positive. 
 “ ? ?ĐŽŶƚŝŶƵŽƵƐ ĐŽƵŶƐĞůůŝŶŐ ǁĂƐ ƐŝŐŶŝĨŝĐĂŶƚ ĨŽƌ ŚĞƌ  ?&ĂƚƐĂŶŝ ) ƉĂƌƚŝĐƵůĂƌůǇ ƚŚĂƚ
she had several issues that she could not understand like why she is the only 
child infected with HIV out of five children in her family? So her counselling 
process was gradual from modes of HIV transmission, purposes of ARVs, 
need for adherence, living positively, avoid self-stigma; consistent condom 
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use to avoid passing on the virus to her sexual partner, reinfections, and 
unplanneĚƉƌĞŐŶĂŶĐǇ ? ? ?DƌŝĚĞůƵ ?&ĂƚƐĂŶŝ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
Similarly, Nane, Ulemu, Gonjetso, Fatsani, Alindine and Tamando valued the continuous 
counselling offered at the centres as it assisted them to cope up with their positive 
status particularly when they were finding it difficulty understanding their HIV positive 
status or cope with their difficult situations. Upon diagnosis of their positive status, they 
felt distressed, but after having several sessions of counselling with their service 
providers, tŚĞǇ ďĞĐĂŵĞ ŽƉƚŝŵŝƐƚŝĐ ĂŶĚ ĨĞůƚ ďĞƚƚĞƌ ĂďŽƵƚ ƚŚĞŝƌ ĨƵƚƵƌĞ ĂŶĚ  ‘ƐĞůĨ ? ? dŚĞ
counselling was instrumental in the broader aspects of their lives, helping them to get 
through the world and attain their goals in life. For instance, Gonjetso indicated that the 
continuous counselling offered at the centre assisted her to cope with the bereavement 
phase (loss of her mother); which was a particularly acute time as she had just been 
commenced on ARVs. Alindine also indicated that continuous counselling assisted her to 
be self-determined, and value that which she felt was important for her, which was 
even reflected in her relationship and interactions with her sexual partner.  
 “/ ŚĂǀĞ ǀĂůƵĞĚ ƚŚĞ ĐŽƵŶƐĞůůŝŶŐ / ƌĞĐĞŝǀĞ ĨƌŽŵ ŵǇ ƐĞƌǀice provider and my 
aunt; it has ŚĞůƉĞĚ ŵĞ ƚŽ ĂƚƚĂĐŚ ǀĂůƵĞ ƚŽ ŵǇ ůŝĨĞ ĂŶĚ  ‘Ăŵ ĚĞƚĞƌŵŝŶĞĚ ƚŽ
achieve my vocational goals. My partner insisted on having sex with me; I 
told him I could not do it, he suggested use of condoms instead; but I told him 
I do not trust condoms and I terminated the relationship because he 
ŝŶƐŝƐƚĞĚ ? ? ? ?/ǁĂƐĚĞƚĞƌŵŝŶĞĚƚŽƉƌŽŐƌĞƐƐĂĐĂĚĞŵŝĐĂůůǇƚŚĂŶĚƌŽƉƉŝŶŐŽƵƚ
ŽĨƐĐŚŽŽůĚƵĞƚŽƵŶƉůĂŶŶĞĚƉƌĞŐŶĂŶĐǇ ? ?(Alindine, 19)  
DƌĂŶĞŶŝ ?EĂŶĞ ?ƐĨĂƚŚĞƌ ) ?DƌƐEĚĂǌŝ ?&ĂƚƐĂŶŝ ?ƐŵŽƚŚĞƌ ) ?DƌƐDǁĂƚŝƉĂ ?ĂůŽ ?ƐŵŽƚŚĞƌ ) ?
ĂŶĚDƐ>ŝŶǇĂŶŐ ?ǁĂ  ?hůĞŵƵ ?Ɛ ƐŝƐƚĞƌ ) ƐŚĂƌĞĚƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐǀŝĞǁƐ ƚŚĂƚ ĐŽƵŶƐĞůůŝŶŐ
and emotional support rendered by the service providers greatly assisted the young 
women to accept their positive status and look at life meaningfully. 
 “/ƚǁĂƐŶŽƚĞĂƐǇĨŽƌŚĞƌƚŽunderstand her positive status coupled with poor 
relationship with her step-mother but the counselling she got from the centre 
assisted her to accept her status and look at life positively, and now she is in 
ĐŽůůĞŐĞ ? ? DƌĂŶĞŶŝ ?EĂŶĞ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
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6.2.3 Trusting in God: faith, prayer and meditation  
dŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĨĂŝƚŚ ŝŶ 'ŽĚ ǁĂƐ Ă ƐŽƵƌĐĞŽĨ ƐƚƌĞŶŐƚŚ ĂŶĚ courage as they dealt 
with the multiple difficulties and challenges of their personal journey, which was altered 
by the HIV infection. They regarded spiritual experiences and religious practices as 
potential resilience
23
 factors for coping with their difficulties. Nane, Gonjetso and 
Tanyada and their parents identified faith, prayer and meditation as an important 
coping strategy in their hard times. Though the other young women and their caregivers 
did not show the same faith, but Nane, Gonjetso and Tanyada and their caregivers 
ŝŶĐůƵĚŝŶŐDƌdĂŵďƵůĂ ?'ŽŶũĞƚƐŽ ?ƐĐĂƌĞŐŝǀĞƌ ?ƚŚĞŚĞĂĚŵĂƐƚĞƌ )ďĞůŝĞǀĞĚƚŚĂƚ'ŽĚŚĂĚƚŚĞ
capacity and power to intervene in their hard situations as long as they trusted in Him.  
 “>ŝĨĞŚĂƐďĞĞŶƐŽĚŝĨĨŝĐƵůƚĨŽƌŚĞƌ ?ĞƐƉĞĐŝĂůůǇĐŽŵŝŶŐĨƌŽŵĂƉŽŽƌĨĂŵŝůǇ ?ďƵƚ/
have always been encouraging her to trust in God, who hears our prayers, 
and grants the desires of our lives. He will see her through until she 
completes her studies to stand on her own; she performs well in class and 
always ĂƉƉƌĞĐŝĂƚĞƐ 'ŽĚ ?Ɛ ĨĂŝƚŚĨƵůŶĞƐƐ ƵƉŽŶ ŚĞƌ ůŝĨĞ ? ?(Mr Tambula, 
'ŽŶũĞƚƐŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
Gonjetso also reported that every time she was leaving for school, her grandfather 
offered a prayer for her success and that enabled her to develop more confidence in 
attaining higher education level. Faith in God made Gonjetso and her grandfather 
optimistic that God would help her meet her academic goals. They believed that God 
ĂŶƐǁĞƌĞĚƚŚĞŝƌ ƉƌĂǇĞƌƐǁŚŝĐŚƉŽƐŝƚŝǀĞůǇ ŝŵƉĂĐƚĞĚŽŶ'ŽŶũĞƚƐŽ ?ƐŵĞŶƚĂůŚĞĂůƚŚ ƐƚĂƚƵƐ ?
She never allowed her low socio-economic status to hamper her potential to achieve 
her goals due to her belief that God would take her through, despite the delay in 
ĂĐĂĚĞŵŝĐƉƌŽŐƌĞƐƐŝŽŶ ?'ŽŶũĞƚƐŽ ?ƐŝŶƚĞƌĞƐƚƚŽĂƚƚĞŶĚĐŽůůĞŐĞǁĂƐĂůƐŽƌŽŽƚĞĚŝŶƚŚĞŶĞĞĚ
to repay ŚĞƌŐƌĂŶĚĨĂƚŚĞƌ ?ƐƐƵƉƉŽƌƚĂŶĚƉƌĂǇĞƌƐ ?
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 /ŶƚŚŝƐƐƚƵĚǇ ?ƌĞƐŝůŝĞŶĐĞƌĞĨĞƌƐƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐĂďŝůŝƚǇƚŽďŽƵŶĐĞďĂĐŬĨƌŽŵƚŽƵŐŚƚŝŵĞƐ ?Žƌ
capacity to overcome challenges or adversity (Ungar, 2004). 
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 “DǇŐƌĂŶĚƉĂďĞůŝĞǀĞƐ/ǁŝůůƐƵĐĐĞĞĚŝŶůŝĨĞ ?ƚŚĞƉƌĂǇĞƌƐŚĞŽĨĨĞƌƐƚŽ'ŽĚĞǀĞƌǇ
ƚŝŵĞ ďĞĨŽƌĞ / ůĞĂǀĞ ĨŽƌ ƐĐŚŽŽůŚĂǀĞ ƉůĂǇĞĚĂďŝŐ ƌŽůĞ ŝŶŵǇ ůŝĨĞ ?DĂǇ'ŽĚ ?Ɛ
grace be sufficient to take me through my studies, succeed and secure a good 
job to give back grandpĂ ?ƐƉƌĂǇĞƌƚŝŵĞĂŶĚƐƵƉƉŽƌƚ ŝŶĐůƵĚŝŶŐĐĂƌŝŶŐĨŽƌŵǇ
ƚǁŽƐŝďůŝŶŐƐ ? ?(Gonjetso, 16) 
Tanyada indicated that her parĞŶƚƐ ? ŝůůŶĞƐƐ ŝŶ ƉĂƌƚŝĐƵůĂƌ reinforced her faith in God, 
especially when she could focus on the future juxtaposed with the anticipated loss of 
her parents. She reported remembering prayers that the priests used to offer beside 
her sick bed as being very powerful to influence her recovery from her severe illness. 
>ŝŬĞǁŝƐĞ ? ƐŚĞ ďĞůŝĞǀĞĚ ƚŚĂƚ ƚŚĞ ƉƌĂǇĞƌƐ ĐŽƵůĚ ĚŽ ǁŽŶĚĞƌƐ ĨŽƌ ŚĞƌ ƉĂƌĞŶƚƐ ? ĐŽŶĚŝƚŝŽŶ ?
Tanyada testified on how she felt God touched her mother, who was at a point of 
death. The concept that the touch of God had influenced her life and her mother ?Ɛ
ĐƌŝƚŝĐĂůĐŽŶĚŝƚŝŽŶ ?ĨĞĂƌŽĨƉĂƌĞŶƚĂůůŽƐƐĂŶĚĂŶƚŝĐŝƉĂƚŽƌǇŐƌŝĞĨƐŚĂƉĞĚdĂŶǇĂĚĂ ?ƐƐƉŝƌŝƚƵĂů
experiences and faith in God. 
 “ ? ?I was once very sick, God touched me; mum got very sick, her legs were 
very swollen; she was told to discontinue ARVs, she was in a bad shape and I 
was afraid; I whispered a prayer to God, not now let her live oh! My God! 
With dad, we prayed every morning and evening, asking God to touch her, I 
was afraid, I still need mum, and slowly she recovered; now she is back on 
treatment. We always thank God that HĞŚĞĂƌƐŽƵƌƉƌĂǇĞƌƐ ? ? (Tanyada, 16) 
^ŝŵŝůĂƌůǇ ?DƌDŝƉĂŶĚŽ ?dĂŶǇĂĚĂ ?ƐĨĂƚŚer ĂŶĚDƌĂŶĞŶŝ ?EĂŶĞ ?ƐĨĂƚŚĞƌexpressed their 
strong faith in God with particular reflection on what they believed God had done upon 
their families. dŚĞǇďŽƚŚĂƚƚƌŝďƵƚĞĚƚŚĞŝƌĚĂƵŐŚƚĞƌƐ ?ƌĞĐŽǀĞƌǇĨƌŽŵĐƌŝƚŝĐĂůĐŽŶĚŝƚŝŽŶƐƚŽ
'ŽĚ ?ƐƚŽƵĐŚĂŶĚĨĂŝƚŚĨƵůŶĞƐƐŝŶĂŶƐǁĞƌŝŶŐƚŚĞŝƌƉƌĂǇĞƌƐ ?
 “ ? ? ? ?ĂƐĂĨĂŵŝůǇǁĞǀĂůƵĞƚŝŵĞŽĨƉƌĂǇĞƌƚŽŐĞƚŚĞƌďĞĐĂƵƐĞǁĞĂƌĞĂůůĂůŝǀĞƚŽ
ĚĂƚĞďǇ'ŽĚ ?ƐŐƌĂĐĞ ?it is a miracle that my daughter is alive today, she was 
dying ?ŝƚǁŽƌƚŚƉƌĂŝƐŝŶŐ,ŝŵĂůůƚŚĞƚŝŵĞ ? ? ?DƌDŝƉĂŶĚŽ ?dĂŶǇĂĚĂ ?ƐĐĂƌĞŐŝǀĞƌ ?
48) 
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This section has revealed that faith in God, prayer and meditation contributed to 
physical and mental well-being particularly for those who trusted in God. On the other 
hand, the spiritual beliefs and religious norms acted as social controls ƚŽǇŽƵŶŐǁŽŵĞŶ ?Ɛ
sexual practices and access to sexual and reproductive health services in order to 
discourage them from becoming sexually immoral, as reflected in section 7.5.2. 
6.3 Seeking love, acceptance and recognition  
Young women experienced positive self-image when they engaged in affectionate, 
supportive relationships with parents, caregivers, peers and significant others, including 
sexual partners, with whom they felt loved, accepted and understood or who provided 
social, moral and financial support. This means that the social group provided the young 
women with stability, personal security, sense of belonging to the family or peer group, 
purpose, meaning and direction which typically had positive implications on their self-
worth and social identity. This became the source of motivation for social interactions, 
which young women need on continuous basis to cope with their multiple losses and 
boost their feelings of self-worth. For example, Ziliwe, Penina, Mwatitha, Fatsani and 
Chitsanzo expressed their desire for others to see them as friends, young women worth 
recognition and love, and to recognise that being HIV positive is only one part of their 
personhood. 
 “tŚĂƚ/ǁĂŶƚĞĚǁĂƐƚŽŚĂǀĞƐŽŵĞŽŶĞ ?ůĞƚŝƚďĞĂĨƌŝĞŶĚŽƌĂboyfriend, who 
would love me like any other young woman despite my positive HIV status. 
Aunt never loved me, you are kind of being forced to find someone who can 
love and accept you as a human being, as a girl; thus how my first boyfriend 
ĐƌŽƐƐĞĚŵǇǁĂǇ ? ? ? ?when I disclosed my status, he acknowledged that it was 
not my intention to be HIV positive and we were liviŶŐŚĂƉƉŝůǇ ? ? ?ŝůŝǁĞ ? ? ? ) 
Dƌ ŝĚĞůƵ ? &ĂƚƐĂŶŝ ? ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ, perceived that it was evident that male 
ƌĞůĂƚŝŽŶƐŚŝƉƐ ďŽŽƐƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉŽƐŝƚŝǀĞ ƐĞůĨ-ŝŵĂŐĞ ĂƐ ĞǀŝĚĞŶĐĞĚ ďǇ &ĂƚƐĂŶŝ ?Ɛ ůŽǁ
morale when her first sexual partner terminated the relationship upon disclosure of her 
status.  
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 “ ? ?ƐŚĞ  ?&ĂƚƐĂŶŝ ) ĂƉƉĞĂƌƐ ǀĞƌǇ ĞǆĐŝƚĞĚ ǁŝƚŚ ƐĞǆƵĂů ƌĞĂƚŝŽŶƐŚŝƉƐ ? ƐŚĞ ǁĂƐ
down, very depressed when her first partner terminated the relationship 
after she had disclosed her positive status. She is dating another young man 
and ŶŽǁƐŚĞŝƐǀĞƌǇŚĂƉƉǇĂďŽƵƚŝƚ ? ? ?DƌŝĚĞůƵ ?&ĂƚƐĂŶŝ ?ƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
6.3.1 Benefitting from peer acceptance and support 
The young women perceived benefiting from a supportive relationship they established 
with their female friends. Mwatitha, Fatsani and Tanyada reported disclosing their 
secrets to their best friends, who never publicised their positive status, encouraged 
them to live positively and that boosted their self-worth and motivated them to look at 
life purposefully.  
 “/ŐĞƚŐŽŽĚƐƵƉƉŽƌƚĨƌŽŵŵǇďĞƐƚĨƌŝĞŶĚ ?ƐŚĞŚĂƐŶĞǀĞƌĚŝƐĐůŽƐĞĚŵǇƐƚĂƚƵƐƚŽ
anyone. After I was discharged from the hospital following suicidal attempt, 
she reassured me of her support and shared with me her resources. Her 
support for me is beyond sharing resources because we even focus on our 
academic endeavours, future plans including ƐĞǆƵĂů ƌĞůĂƚŝŽŶƐŚŝƉƐ ? ?
(Mwatitha, 18) 
Likewise, Tanyada reported having a very close friend who was very understanding, 
supportive and who assisted her with some school work, especially mathematics and 
science subjects. With effective educational guidance of her part-time teacher and the 
close friend, Tanyada unleashed her academic potential as she was able to fulfil a 
meaningful role in her studies and perceive that life had a purpose. 
 “/ĨŝƚǁĂƐŶŽƚĨŽƌŵǇƉĂƌƚ-ƚŝŵĞƚĞĂĐŚĞƌĂŶĚŵǇĨƌŝĞŶĚ ?/ǁŽƵůĚŶ ?ƚŚĂǀĞŵĂĚĞ
it; if my friend did not understand me, assist me with maths and science, I 
could have been a failure; the two accepted me, I feel capable of achieving 
ŵǇĂĐĂĚĞŵŝĐŐŽĂůƐŶŽǁ ? ?(Tanyada, 16) 
Furthermore, Ziliwe, Nane, Penina, Ulemu, Mwatitha, Gonjetso, Fatsani, Alindine, 
Zaiwo, Tamando, Dalo and Tanyada expressed feeling a sense of belonging to a peer 
group when they joined the teen club. They perceived that the club assisted them to 
associate with others, share experiences with peers, gain significant information 
necessary to reduce risks and live positively thus promoting their positive self-images. 
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For Nane, Gonjetso and Alindine, joining the club emerged as an important coping 
resource for the loss of their mothers, allowing them to deal with intrapersonal stresses 
and combat feelings of isolation. They described the teen club as a place where they 
could share their experiences with others, who could relate and help each other. 
 “/ǁĂƐǀĞƌǇĨŽƌƚƵŶĂƚĞďĞĐĂƵƐĞ/ũŽŝŶĞĚƚĞĞŶĐůƵďŝŵŵĞĚŝĂƚĞůǇ/ǁĂƐĚŝĂŐŶŽƐĞĚ
HIV positive, so it was easy for me to cope up with my status and mum's 
ĚĞĂƚŚ ? ůĞĂƌŶŝŶŐ ĨƌŽŵ ŽƚŚĞƌ ƉĞŽƉůĞ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ ?seeking advices, getting 
involved in trainings, finding friends to share concerns assisted me to live 
ƉŽƐŝƚŝǀĞůǇ ? ? (Gonjetso, 16) 
Many young women, except for Chitsanzo and Tawina who had no access to teen clubs 
in the rural settings, felt that participating in the club provided them with strong 
friendships which contributed to their positive self-image. This clearly signifies that the 
sense of shared identity reinforces the ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĐĂƉĂďŝůŝƚŝĞƐ to share their 
experiences and views hence buffering themselves from the negative repercussions of 
their HIV positive status hence adding value to their lives. 
 “/ ůŝŬĞ ƚĞĞŶ ĐůƵďmeetings because have added value to my life. Service 
providers reassure us that a bright future is possible; their love and care 
assist us to value life and achieve our dreams. Associating with friends at 
teen club has greatly assisted us to share experiences, encourage each other, 
ĂĐĐĞƉƚ ŽƵƌ ƐƚĂƚƵƐ ? ĂŶĚ ďĞĐŽŵĞ ŵŽƚŝǀĂƚĞĚ ŝŶ ĂĐŚŝĞǀŝŶŐŽƵƌ ĚƌĞĂŵƐ ? ? 
(Alindine, 19) 
Fatsani and her mother, Mrs Ndazi, indicated that the club assisted Fatsani to attach 
value to her life as she interacted with peers after she had lost interest in her 
ƐƵƌƌŽƵŶĚŝŶŐ ĨŽůůŽǁŝŶŐ ůŽƐƐ ŽĨ ŚĞƌ ƉĂƚĞƌŶĂů ůŽǀĞ ? &ĂƚƐĂŶŝ ?Ɛ ǀŝĞǁƐ ǁĞƌĞ ƐŚĂƌĞĚ ǁŝƚŚ Dƌ
Zidelu, who felt that teen club provided Fatsani with the source of sense of belonging to 
peer group and society. This triggered her interest in others as she felt being accepted 
by her peers. 
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 “ƉĂƌƚ ĨƌŽŵ ŵĞĚŝĐĂů ĐĂƌĞ ? ƐŚĞ  ?&ĂƚƐĂŶŝ ) ŚĂƐ benefited more on socializing 
with peers as now she is fully involved in teen club activities. Initially she was 
completely withdrawn, could not talk to anyone especially after her father 
left their home for another woman. Now she is one of the active teen club 
ŵĞŵďĞƌƐ ? ?(Mr Zidelu, FatsaŶŝ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ?26) 
 “/ĂĐĐĞƉƚĞĚŵǇƐŝƚƵĂƚŝŽŶďĞĐĂƵƐĞĂƚƚĞĞŶĐůƵď/ŚĂǀĞƐĞĞŶŽƚŚĞƌƐǁŚŽĚŽŶ ?ƚ
have even a single parent but life continues for them. Hearing their sad 
stories, how they are treated and seeing them living positively like any other 
person, I have been strengtheŶĞĚ ? ? (Fatsani, 17) 
Caregivers like Mrs Monali  ?ůŝŶĚŝŶĞ ?Ɛ ĂƵŶƚ ) ? DƌƐ EĚĂǌŝ  ?&ĂƚƐĂŶŝ ?Ɛ ŵŽƚŚĞƌ ) ? ĂŶĚ DƌƐ
Zangawe (ĂŝǁŽ ?ƐŵŽƚŚĞƌ) believed that teen club was beneficial to young women as it 
assisted them to accept their positive status, live positively and influenced young 
ǁŽŵĞŶ ?ƐĂƐƐŽĐŝĂƚŝŽŶǁŝƚŚƉĞĞƌƐĂŶĚĂĐĐĞƐƐƚŽƉĞĞƌƐƵƉŽƌƚĂŶĚƌĞůĂƚŝŽŶƐŚŝƉƐ ? 
  “ ? ? ?ƐŚĞ  ?&ĂƚƐĂŶŝ ) ĐŽƵůĚ ŶŽƚ ƐŵŝůĞ Ăƚ ĂŶǇ ŽŶĞ ƵŶƚŝů ǁŚĞŶ ƐŚĞ ƐƚĂƌƚĞĚ
participating in teen club and having discussions with service providers thus 
when she started smiling at people, interacting with others in the community 
and accepted her status ? ?(Mrs NĚĂǌŝ ?&ĂƚƐĂŶŝ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
For Ziliwe, Zaiwo, Tamando and Dalo being discharged from teen club was perceived as 
a loss of their source of belonging to peer group and feelings of self-ǁŽƌƚŚ ?ĂůŽ ?ƐǀĂůƵĞ
for peer acceptance and support was reflected in her expression of feelings of distress 
when she was advised to discontinue participating in teen club because of having a 
child, without giving her an option. For the young women, being discharged from teen 
club meant being dumped out of their normal environment. They felt the two-day 
training conducted at Maziko Centre did not prepare them enough for adulthood and 
parenthood. They desired a club for young mothers to continue sharing their 
experiences and challenges of parenthood and to support each other.  
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 “tŚĞŶ/ĚĞůŝǀĞƌĞĚŵǇĐŚŝůĚ ?/ĨĞůƚƚŚĞƉĂŝŶŽĨďĞŝŶŐĂďƌƵƉƚůǇƐƚŽƉƉĞĚĨƌŽŵ
attending teen club, where I was sharing experiences and concerns with 
my friends and they never gave me an option as to where to go for such 
experiences. I wished we had a club for young women who have children. 
This would help us share experiences, learn from and support each other 
in dealing with challenges we encounter ? ?(Dalo, 19) 
dŚĞ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ĂůƐŽ ŝŶĚŝĐĂƚĞĚ ƚŚĂƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŶĞŐĂƚŝǀĞ ƌĞĂĐƚŝŽŶƐ ƚŽbeing 
discharged from teen club evidenced how much they benefited from participating in the 
club and the value they attached to peer support and relationships. 
  “tŚĞŶthey were asked to stop participating in teen club following 
delivery of their babies, some (including Tamando and Dalo) cried 
bitterly. They expressed feelings of disappointment and felt have been 
dumped out of their peers. They felt that having a two day training did 
not fully prepare them for adulthood; despite being discharged, once in 
a while they still come to the club. ? ?DƌƐ<ŚĂŵďŝ ?dĂŵĂŶĚŽ ?Ɛ ƐĞƌǀŝĐĞ
provider, 53) 
Notably, peer support and relationships, and participating in teen club helped the young 
women to cope positively.  
6.3.2 Male relationship boosting self-image 
After loss of their parental affection and care, most young women experienced 
diminished sense of belonging to a family, peers and society. Since they felt different 
from their female peers due to low socio-economic status and negative body images or 
other differences, they attempted to regain that sense of belonging through sexually 
attaching themselves to male partners in order to defer loneliness and depression. 
These male relationships were used as their coping devices for the social isolation or 
challenges encountered with their female peers. For instance, Fatsani and Zaiwo had 
smaller statures than their age mates; Ulemu and Fatsani perceived that their breasts 
and abdomens were looking bigger. Penina and Chitsanzo had lipodystrophy, making 
them look older than their age mates; and Mwatitha and Tawina had skin conditions 
which they all perceived had changed their physical appearance hence loss of physical 
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attractiveness. Ziliwe, Fatsani, Tawina, Chitsanzo, Tamando and Dalo were negatively 
affected by their low social economic status. These changes in physical outlook and the 
low socio-economic status exposed the young women to male relationships in which 
they felt accepted and understood but at times they were exploited or sexually abused. 
The male relationships seemed to provide a ƉŽǁĞƌĨƵů ĂŶƚŝĚŽƚĞ ƚŽ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
feelings of unworthiness that otherwise pervaded their lives following loss of their 
parental financial support and physical attractiveness. They gained considerable sense of 
self-worth through male relationships which appeared to restore their value of 
femininity. 
Initially I was so concerned that I was looking different from other girls; 
ůŽŽŬŝŶŐĂƚŵǇƐŬŝŶ ?/ ůŽƐƚŵǇďĞĂƵƚǇƚŽƚŚŝƐ ŝůůŶĞƐƐ ? ? ? ? ?ĂŶĚ/ĨĞůƚ /ǁĂƐŶŽƚ
looking attractive to young men; but now am proposed; like other girls I have 
had boyfriends including married men. Having a partner makes me feel 
happy; this is my fifth boyfriend consecutively from July 2008 to May 2012. It 
is good to have a sexual partner, because at least someone has accepted me 
as I am; I share with him my concerns, discuss issues freely and feel loved; he 
ŝƐǀĞƌǇƌĞĂƐƐƵƌŝŶŐĂŶĚƉƌŽǀŝĚŝŶŐĨŽƌƐŽŵĞŽĨŵǇďĂƐŝĐŶĞĞĚƐ ? ?(Tawina, 18) 
Nevertheless, Penina and Alindine reported that they had sexual partners just to feel 
loved and accepted and the relationship appeared to restore their femininity as well. 
While both enjoyed the companionship of their male partners, they perceived personal 
insecurity, and lacked mutual intimacy and understanding regarding sex. As such, 
although they gained considerable self-worth through the male relationships, they 
ŶĞǀĞƌƐƵĐĐƵŵďĞĚƚŽƚŚĞŝƌƉĂƌƚŶĞƌƐ ?ƐĞǆƵĂůĚĞĐŝƐŝŽŶƐĂŶĚĚĞƐŝƌĞƐ; rather they terminated 
the relationships because their authentic selves allowed them not only to see their 
future but to have faith in their thoughts and opinions.  
  “/ĚŝƐůŝŬĞĚŵǇĨĂĐĞĨŽƌůŽŽŬŝŶŐůŝŬĞĂŶŽůĚůĂĚǇ ?ĞƐƉŝƚĞŚĂǀŝŶŐŵǇƚƌĞĂƚŵĞŶƚ
changed to second line ARVs, there has been slight improvement in my 
physical appearance; I thought I was not looking attractive to any young 
man. I thank God that he gave me my first boyfriend and even if I heard 
ƉĞŽƉůĞĐĂůůŝŶŐŵĞŶĂŵĞƐůŝŬĞ ‘ĂƉĞƌƐŽŶǁŝƚŚ/^ ?/ǁĂƐŶŽƚǁŽƌƌŝĞĚďĞĐĂƵƐĞ/
had my closest friend, who accepted me as I am. But he wanted us to be 
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engaging in sex that was not my priority; I want to go to University so I 
terminated the relationship until when I got my second partner who is also a 
teen club member and he accepts me and accommodates my future půĂŶƐ ? ?
(Penina, 19) 
Similarly, although Ulemu engaged in male relationships as she felt safe, accepted and 
understood, she never succumbed to sexual activities but utilised the boys to achieve 
her academic goals. 
 “ ? ? ? ?ŵŽƐƚůǇŐŝƌůƐƚĞĂƐĞŵĞŽĨŚĂǀŝŶŐďŝŐŐĞƌ breasts and abdomen; so I prefer 
ĐŚĂƚƚŝŶŐǁŝƚŚďŽǇƐ ? ǁŚŽŵ / ĨĞĞů ƚŚĞǇĚŽŶ ?ƚŵŝŶĚĂďŽƵƚŵǇ ĂƉƉĞĂƌĂŶĐĞ ďƵƚ
also they help me with school activities particularly maths and physical 
ƐĐŝĞŶĐĞ ?ĂŶĚĂŵĚŽŝŶŐǁĞůůŝŶĐůĂƐƐƚŚĞƐĞĚĂǇƐ ? ? ?hůĞŵƵ ? ? ? ) 
In contrast, Ziliwe, Tawina, Fatsani, Zaiwo, Tamando and Dalo reported engaging in 
sexual relationships because they felt the partners understood their challenges and 
were very supportive, which boosted their self-image as young women. They perceived 
that their sexual partners were instrumental in promoting their mental and physical 
well-being as they provided for their basic survival needs. 
  “/ ǁĂƐ ƉĂƐƐŝŶŐ ƚŚƌŽƵŐŚ ŚĂƌĚ ůŝĨĞ Ăƚ ŚŽŵĞ ? ŚĞ ŐĂǀĞ ŵĞŚŝƐ ĞĂƌƐ ? ŚĞ ƐƉĂƌĞĚ
time to listen to my problems, and thus how I got connected to him; he (Mr 
Mwendo, her caregiver) used to give me money which I used to buy food for 
my family, and my necessities like body lotion, clothes which made me look 
like other girls ?ǁĞďĞĐĂŵĞĐŽŶŶĞĐƚĞĚ ? ? (Tamando, 17) 
Nane and Zaiwo expressed the delight of having a sexual partner as they felt loved and 
accepted, which promoted their self-image. While Zaiwo seemed excited about getting 
involved with male relationships, and succumbing ƚŽƚŚĞƉĂƌƚŶĞƌ ?ƐĚĞĐŝƐŝŽŶƐĂŶĚĐŚŽŝĐĞƐ
in order to maintain the relationship, Nane felt that achieving her academic goals was a 
priority and she ĐŽƵůĚ ŶŽƚ ǇŝĞůĚ ƚŽ ŚĞƌ ƉĂƌƚŶĞƌ ?Ɛ ĐŚŽŝĐĞƐ, which could terminate her 
opportunity to achieve her academic and professional goals. As such, she insisted on 
condom use with her partners and she achieved her academic goals. 
  
196 
 
 “ ? ?ŝƚ ?Ɛ ŶĂƚƵƌĞ ƚŽ ďĞ ŝŶ ůŽǀĞ ǁŝƚŚ Ă ǇŽƵŶŐ ŵĂŶ ĚĞƐƉŝƚĞ ďĞŝŶŐ ,/s ƉŽƐŝƚŝǀĞ ?
honestly I just need to be loved like any other young woman. But for me, sex 
without condoms, no! I would like to complete my studies and be working. 
Am in college now and am not ready to drop out of school due to unwanted 
pregnancy. ? ?EĂŶĞ ? ? ? ) 
6.4 Struggling to earn a living and to achieve autonomy 
When young women lost one or both of their parents, their experiences were shaped 
by their relative lack of autonomy. Where there was low socio-economic status in the 
family, with consistent provision lacking, young women experienced food insecurity and 
worried about their basic survival needs, they naturally became preoccupied with 
where their next meal was coming from. As such, they embraced activities that met 
their needs which included sexual relationships as a key economic strategy, which is 
fully highlighted in Chapter Seven, Section 7.3.1. The young women who had lost a 
parent/s like Ziliwe, Nane, Ulemu, Mwatitha, Gonjetso, Fatsani, Chitsanzo, Tawina, 
Zaiwo, and those whose parents were HIV infected like Tamando, Dalo and Tanyada 
were often deprived of not only parental care, but also basic necessities such as safe 
place, food, clothing, health, education and financial support. The majority of them 
continued to live in the care of the remaining parent or significant others, but often had 
to take on the responsibility of surviving independently far earlier than most of their 
non-foster counterparts. For example, Ulemu reported that when her older siblings sold 
their ŵŽƚŚĞƌ ?ƐŚŽƵƐĞƚŽĞĂƌŶĂůŝǀŝŶŐ ?ƐŚĞŝŶǀĞƐƚĞĚŚĞƌƐŚĂƌĞŝŶĂďƵƐŝŶĞƐƐƚŚĂƚƉƌŽǀŝĚĞĚ
for her basic survival needs (see Panel 2). 
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However, in situations where the caregiver was elderly, not working, living below the 
poverty line and also a sole provider like for Nane, Gonjetso, Tawina, Chitsanzo, 
Tamando and Dalo, concerns about survival and financial support became major issues.  
 “ ? ?ĐƵƌƌĞŶƚůǇ ĚĂĚ ŝƐ ŶŽƚ ǁŽƌŬŝŶŐ ? ĂŶĚ ŚĞ ŝƐ ƐƚƌƵŐŐůŝŶŐ ƚŽ ŵĞĞƚ ŽƵƌ ŶĞĞĚƐ
including food and my transport to school; I moved to live with my uncle 
during school blocks for financial and material support and to be closer to my 
ĐŽůůĞŐĞŝŶŽƌĚĞƌƚŽĐŽŶƚŝŶƵĞŵǇƐƚƵĚŝĞƐǁŝƚŚŽƵƚŝŶƚĞƌƌƵƉƚŝŽŶƐ ? ? ?EĂŶĞ ? ? ? ) 
Tawina and Gonjetso also reported that their caregivers were finding it difficult to 
secure their basic survival needs. As such, despite pursuing their studies at a community 
day secondary school, both still dropped out of school as their caregivers struggled to 
Panel 2: Ulemu, 18 years old 
Ulemu is the last born child in the family of five children. She lost her mother when Ulemu was 
ĨŽƵƌǇĞĂƌƐŽůĚ ?ĨƚĞƌĚĞĂƚŚŽĨ ƚŚĞŝƌŵŽƚŚĞƌhůĞŵƵ  ? ?ǇĞĂƌƐ )ĂŶĚŚĞƌƐŝƐƚĞƌ ?>ŝŶǇĂŶŐ ?ǁĂ  ? ?ǇĞĂƌƐ )
were sent to stay with their grandmother (aged 70+) in the village. She described her stay with the 
ŐƌĂŶĚŵŽƚŚĞƌĂƐǀĞƌǇŚĂƌĚĂŶĚŽĨƚĞŶƚŚĞǇĐŽƵůĚŶŽƚĂĨĨŽƌĚĂŵĞĂů ? “/ƚǁĂƐŚĂƌĚƚŽŐĞƚĨŽŽĚǁŚĞŶ
ǁĞ ǁĞƌĞ ůŝǀŝŶŐ ǁŝƚŚ ŽƵƌ ŐƌĂŶĚŵŽƚŚĞƌ ƐŽ ŽƵƌ ďŽƚŚĞƌ ƚŽŽŬ ƵƐ ? ? dŚĞǇ ŵŽǀĞĚ ƚŽ ůŝǀe with their 
brother (19 years old) then moved again to live with their aunt because their brother had secured 
a good job in Republic of South Africa and by then Ulemu was 11 years old. She described her aunt 
ĂƐŝŶĐŽŶƐŝĚĞƌĂƚĞ P “ĂƵŶƚĐŽƵůĚŶŽƚƉƌŽǀŝĚĞĨŽƌƚhe food I liked; even when I was sick (headache) she 
ƚŽůĚŵĞƚŽůŽŽŬĨŽƌƉĂŝŶŬŝůůĞƌƐŵǇƐĞůĨ ? ?>ŝŶǇĂŶŐ ?ǁĂĐŽŶĐƵƌƌĞĚǁŝƚŚhůĞŵƵŝŶƚŚĂƚƐŚĞǁĂƐƚƌĞĂƚĞĚ
ĚŝĨĨĞƌĞŶƚůǇ ĨƌŽŵ ŽƚŚĞƌ ĐŚŝůĚƌĞŶ ŝŶ ƚŚĞŝƌ ĂƵŶƚ ?Ɛ ŚŽŵĞ ? ,Ğƌ ĂƵŶƚ ǁĂƐ ǁŽƌŬŝŶŐ ĂƐ Ă ŚĞĂůƚŚ
surveillance assiƐƚĂŶƚ ŚĞŶĐĞ ǁĂƐ ƵŶĂďůĞ ƚŽ ĂĨĨŽƌĚ ŝƚĞŵƐ ĨŽƌ hůĞŵƵ ?Ɛ ďĂƐŝĐ ŶĞĚƐ Žƌ ĐŽŶƚƌŽů ŚĞƌ
ŚƵƐďĂŶĚ ?ƐƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐƚŽǁĂƌĚƐƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ĂƐŚĞǁĂƐƚŚĞƐŽƵƌĐĞŽĨĨŝŶĂŶĐŝĂůƐƵƉƉŽƌƚ
in the home. Ulemu was usually reporting for classes late for the school semester. When her older 
ƐŝďůŝŶŐƐƐŽůĚƚŚĞŝƌƉĂƌĞŶƚƐ ?ŚŽƵƐĞ ?hůĞŵƵ ?ĂƚĞĞŶĐůƵďƉĂƌƚŝĐŝƉĂŶƚat Chiyembekezo Centre invested 
her share in a small business.  
She was selling fried pan-cakes at school and second-hand clothes out of school hours to sustain 
the funds for her school fees and buy rice and Irish potatoes for her breakfast, which her aunt was 
unable to provide for her. She also indicated that with her small business, she was able to buy for 
herself well-fitting outfits that completely changed her outlook and her perception of her body 
ŝŵĂŐĞĂƐĂǇŽƵŶŐǁŽŵĂŶ ? “/ĚĞƉĞŶĚŽŶŵǇďƵƐŝŶĞƐƐĨŽƌŵǇĨĞĞƐĂŶĚďƵǇŵǇĐůŽƚŚĞƐƚŽůŽŽŬůŝŬĞ
ŽƚŚĞƌǇŽƵŶŐǁŽŵĞŶ ?EŽǁ/ ?ŵ ƌĞƐƉĞĐƚĞĚďǇĂƵŶƚ ?ƐŚƵƐďĂŶĚ ?ǁŚŽƵƐĞĚƚŽƐĞǆƵĂůůǇŚĂƌĂƐƐƵƐǁŝƚŚ
>ŝŶǇĂŶŐ ?ǁĂďĞĐĂƵƐĞƵƐƵĂůůǇƚŚĞŵŽŶĞǇƚŚĂƚĂƵŶƚůĞĂǀĞƐĂƚŚŽŵĞĨŽƌŚŽƵƐĞŚŽůĚƵƐĞǁŚĞŶƐŚĞŐŽĞƐ
for field work is not enough so often we use my hard earned money to buy the food items like 
maize flour, sugar, relish [accompaniments to the staple food like beans, small fish and 
ǀĞŐĞƚĂďůĞƐ ? ? ĂŶĚ ƐŶĂĐŬƐ ĨŽƌ ĂƵŶƚ ?Ɛ ĐŚŝůĚƌĞŶ ƚŽ ƚĂŬĞ ƚŽ ƐĐŚŽŽů ? ? ĞŝŶŐ ĨŝŶĂŶĐŝĂůůǇ ƐĞůĨ-reliant gave 
Ulemu the capacity to advance with her education without interruptions and the position of 
ƉŽǁĞƌƚŽĚĞƐŝƐƚďĞŝŶŐǀƵůŶĞƌĂďůĞƚŽŚĞƌƵŶĐůĞ ?ƐƐĞǆƵĂůŚĂƌĂƐƐŵĞŶƚƐĂƐƐŚĞǁĂƐƉĂƌƚŝĂůůǇƐƵƉƉŽƌƚŝŶŐ
the family with her finances.  
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ŵĞĞƚƚŚĞŝƌĂĐĂĚĞŵŝĐĐŽƐƚƐ ?ŽƚŚ'ŽŶũĞƚƐŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝder Ms Mbenu and caregiver, 
Mr Tambula, acknowledged her struggles in securing resources at school including 
ŵĞĞƚŝŶŐ ƚŚĞ ĚŽĐƚŽƌ ?Ɛ ĂƉƉŽŝŶƚŵĞŶƚ ĚĂƚĞƐ ĚƵĞ ƚŽ ůĂĐŬ ŽĨ ƚƌĂŶƐƉŽƌƚ ƚŽ the HIV 
management centre.  
 “,ĞƌŵĂũŽƌĐŚĂůůĞŶŐĞƐŝŶĐůƵĚĞůĂĐŬŽĨĐůŽƚŚĞƐ ?pocket money for simple things 
like soap, body lotion, writing materials, sanitary pads which are needed 
every month and where would she get the money? Her caregiver is elderly 
and the foster family is poverty-stricken; she cannot ask from friends all the 
four years she is in school, they cannot afford; lack of such basic items can 
affect her performance in school, if she is not supported ? ? (Ms Mbenu, 
'ŽŶũĞƚƐŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? )  
In the quest to help support their parents (who had lost productivity due to illness) and 
siblings, Nane, Tamando, Dalo and Tanyada indicated that they assumed adult roles 
within the family like securing finances and had to take on the daily household tasks like 
preparing meals, cleaning the house and caring for younger siblings or assisting their 
sick parents.  
 “/ ŵĂĚĞ Ă ĚĞĐŝƐŝŽŶ ƚŽ ǁĂŬĞ ƵƉ ĞĂƌůǇ ŝŶ ƚŚĞ ŵŽƌŶŝŶŐ ĚŽ ŚŽƵƐĞ ǁŽƌŬ ? ŵĂŬĞ
breakfast for my parents whenever they are not feeling alright and go to 
school; after classes I could do the rest of the work with my sister. My 
parents, my part-time teacher, my teacher-friend, all help me with my school 
work so that I can achieve my dreams. I want to be educated, get employed 
despite my sight and hearing problems and provide better care for my 
ƉĂƌĞŶƚƐ ? ?(Tanyada, 16) 
The young women adopted different strategies of securing finances to support 
themselves and their families. Most of the strategies exposed them to early sexual 
debut, unsafe sexual practices and early child bearing (see Panel 3), as they sought 
economic support through sexual relationships (but not all young women).  
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 Conversely, Penina and Alindine whose caregivers demonstrated capacity to provide for 
their basic survival needs did not struggle to earn a living but rather they coped 
positively. As their basic survival needs were being provided for, they were optimistic 
about their future hence boosting their psychological and social well-being. 
In this section, it is clear that young women who struggled with the hardships of poverty 
as they lacked adult support networks, food insecurity increased and household income 
decreased or was diverted to medical expenses, struggled to cope with their HIV 
positive status leading to negative outcomes. 
Panel 3:  Dalo, 19 years and Tamando, 17 years 
 Both Dalo and Tamando complained of being born to an impoverished family and finding it 
ĚŝĨĨŝĐƵůƚƚŽƐĞĐƵƌĞƚŚĞŝƌďĂƐŝĐŶĞĞĚƐ ? “KƵƌĨĂŵŝůǇŝƐƉŽŽƌ ?ƐůĞĞƉŝŶŐŽŶĂŶĞŵƉƚǇƐƚŽŵĂĐŚŚĂƐŶŽƚ
been ĞĂƐǇ ? ?KĨĂůŽ ?ƐĨŝǀĞƐŝďůŝŶŐƐ ?ĂŐĞĚ ? ? ?dĂŵĂŶĚŽ ) ? ? ? ? ? ? ? ?ǇĞĂƌƐĂŶĚ ?ĚĂǇƐ ?ĂŶĞŽŶĂƚĞ ) ?
three (the first, second [Tamando] and fifth) and both parents are living with HIV. Dalo 
perceived that life had been tough for her family and finding enough to eat was a constant 
struggle, so as an older child, she dropped out of school at primary education level (in standard 
eight) to assist her parents earn a living through a small business. At the age of 12, Dalo 
reported doing piece works like drawing water for brick moulding, and this assisted her to raise 
capital for her groundnuts business. She was selling cooked fresh groundnuts with her young 
sister, Tamando, who was by then 10 years old.  “tŝƚŚŵǇƐŝƐƚĞƌ  ?dĂŵĂŶĚŽ ) ?ǁĞŚĂĚƚŽŐŽƚŽ
the market every day to sell cooked raw groundnuts so as to have food for the day instead of 
ŐŽŝŶŐƚŽƐĐŚŽŽů ? ? 
Both Dalo and Tamando, teen club participants at Maziko Centre, reported that the money 
they earned through sales of groundnuts were not enough instead they also used male 
relationships as an economic strategy to meet their family needs, so they supplemented their 
ŝŶĐŽŵĞ ĨƌŽŵƚŚĞƐĂůĞƐŽĨŐƌŽƵŶĚŶƵƚƐǁŝƚŚƉƌŽƐƚŝƚƵƚŝŽŶ P  “Ƶƚ ƚŚĞŵŽŶĞǇǁĞĞĂƌŶĞĚ ĨƌŽŵƚŚĞ
sales of groundnuts was not enough to meet the needs of the whole family so we found sexual 
ƉĂƌƚŶĞƌƐ ?ǁŚŽǁĞƌĞŐŝǀŝŶŐƵƐŵŽŶĞǇ ? ?dĂŵĂŶĚŽĞŶŐĂŐĞĚŝŶĂƐƚĂďůĞƐĞǆƵĂůƌĞůĂƚŝŽŶƐŚŝƉĂƚƚŚĞ
age of 12 to secure financial and material support for her family, leading to her early marriage 
and child bearing. However, Dalo engaged in multiple sexual partnerships at the age of 12 as 
ǁĞůů ?ĂŶĚƚŚĞĐŽŶƐĞƋƵĞŶĐĞƐŽĨĂůŽ ?ƐĞĨĨŽƌƚƐƚŽŐĂŝŶĨŝŶĂ ĐŝĂůƐƵƉƉŽƌƚƚŚƌŽƵŐŚŵƵůƚŝƉůĞƐĞǆƵĂů
partnerships are highlighted in Panel 5 in Chapter Seven. 
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6.5 Dealing with stigma and discrimination 
6.5.1 Keeping HIV status a secret 
The stigma associated with HIV made the majority of young women and their caregivers 
keep their status a secret. They used silence and secrecy as a coping strategy against the 
social stigma. However, secrets concerning the status interfered with optimal 
ƌĞůĂƚŝŽŶƐŚŝƉƐĂŶĚǇŽƵŶŐǁŽŵĞŶ ?ƐƐƵďƐĞƋƵĞŶƚĞŵŽƚŝŽŶĂůĂĚũƵƐƚŵĞŶƚƐ ?dŚĞĨĞĂƌŽĨloss 
of relationships and social exclusion resulting from status disclosure was a driving force 
to secrets in relationships. For a young woman, a decision to inform others of the 
diagnosis carried the risk of a double disclosure: it simultaneously revealed the positive 
status or previously hidden lifestyle of the parent. Therefore, the hurdle confronting 
many young women was deciding whom to disclose their status and when. Although, 
disclosure of HIV status usually took place in a setting where caregivers and service 
providers worked together, there were different reasons cited by young women or their 
caregivers for late status disclosure, keeping status a secret to other family members or 
significant others like teachers, neighbours and sexual partners. Although the young 
women hated having to lead a life of secrecy they still judged it to be necessary, given 
the public image of the young woman with HIV infection. The issues related to status 
disclosure to sexual partners are highlighted in Section 7.3. 
6.5.1.1 Challenges of status disclosure 
A number of young women reported having accidental or late disclosure of their HIV 
status because their families/caregivers did not want them to tell others and stigmatise 
the family. Nane, Penina, Ulemu, Mwatitha, Fatsani, Alindine and Tanyada indicated 
that their parents/caregivers hesitated to disclose their status because they were very 
sick or were not sure how to communicate to them, or they thought the young women 
would not keep the status a secret. However, unlike Gonjetso and Zaiwo who coped 
positively with early status disclosure, those who had late disclosure encountered 
several challenges which  included denial, difficulties accepting their positive status, and 
suicidal attempts following accidental disclosure (as in the cases of Ulemu and 
Mwatitha).  
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 “/ ƚĞƐƚĞĚ,/sƉŽƐŝƚŝǀĞĂƚĂŐĞ  ? ?ďƵƚĂƵŶƚĂŶĚŵǇƐŝƚĞƌĚŝĚŶ ?ƚƚĞůůŵĞƚŚĂƚ /
was HIV positive until at the age of 17 when I started participating in teen 
ĐůƵď ? dŚĞ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ƐĂŝĚ ?  ‘ƐŝŶĐĞ Ăůů ŽĨ ƵƐ ĂƌĞ ,/s ƉŽƐŝƚŝǀĞ ? ǁĞ ƐŚŽƵůĚ
support each other; I was shocked ďĞĐĂƵƐĞ / ĚŝĚŶ ?ƚ ŬŶŽǁ ƚŚĂƚ / ǁĂƐ ,/s
positive despite taking ARVs. When I asked aunt, why ƐŚĞĚŝĚŶ ?ƚƚĞůů me? She 
said, she was afraid of my reactions; I cried, at times I abandoned my ARVs; I 
wished I was dead; it was very difficult for me to accept my status, but with 
counselling /ĂĐĐĞƉƚĞĚ ? ? ? ? ?(Ulemu, 18) 
While Penina had accidental disclosure of her status (through reading in her medical 
records), Nane and Alindine indicated that they had late status disclosure though it was 
ĚŽŶĞĂƚƚŚĞĐĞŶƚƌĞƐ ?DƌĂŶĞŶŝ ?EĂŶĞ ?ƐĨĂƚŚĞƌ, attributed his challenges of taking Nane 
to the hospital to have her blood tested for HIV to parental guilt and shame of passing 
on the virus to Nane through his first wife, who died of HIV related illness. 
 “/ƚ ŝƐŶŽƚĞĂƐǇŚĂǀŝŶŐĂ ĐŚŝůĚǁŚŽ ŝƐ,/sƉŽƐŝƚŝǀĞ ?^ŚĞ  ?EĂŶĞ )ŚĂĚďĞĞŶƐŝĐŬ
since death of her mother. I took time to communicate the need for the test, 
thinking how she will react if she tested positive; what will she think about 
me, unacceptable behaviours? When her results came out positive, it took 
ƐŽŵĞ ƚŝŵĞ ĨŽƌ ŚĞƌ ƚŽ ĐŽŵĞ ƚŽ ƚĞƌŵƐ ǁŝƚŚ ŚĞƌ ƉŽƐŝƚŝǀĞ ƐƚĂƚƵƐ ? ? ? ? ? ?             
 ?DƌĂŶĞŶŝ ?EĂŶĞ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
For Nane, Penina, and Alindine, late disclosure of their status meant the disease was 
associated with shame, unacceptable behaviours or sexual immorality which they 
perceived their caregivers were not comfortable to discuss with them. Simultaneously, 
they felt the pain of being associated with such a shameful illness which did not give a 
true reflection of their sexual behaviours as young women and exposed them to social 
isolation. 
 “zŽƵ ŵĂǇ ŶŽƚ ƵŶĚĞƌƐƚĂŶĚ ƚŚĞ ƉĂŝŶ ŽĨ ŚĂǀŝŶŐ ƚŚŝƐ ĚŝƐĞĂƐĞ ? ǇŽƵ ĨĞĞů ůŝŬĞ ŶŽƚ
associating with others. It seems even our parents are ashamed of this 
disease thus why it took long for dad to have me tested for HIV; it pains me; 
is it because ŚĞǁĂƐŶŽƚƌĞĂĚǇƚŽĚŝƐĐƵƐƐŝƚǁŝƚŚŵĞ ?/ƐŝƚďĞĐĂƵƐĞŝƚ ?ƐƐĞǆƵĂůůǇ
ƌĞůĂƚĞĚ ? ?(Nane, 19)  
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Nevertheless, after being aware of their status, all the young women followed their 
ĐĂƌĞŐŝǀĞƌƐ ? ůĞĂĚ ŝŶ ĐŽŶĐĞĂůŵĞŶƚ ƚŚĂƚ ƚŚĞǇ ŬĞƉƚ ƚŚĞ ƐƚĂƚƵƐ Ă ƐĞĐƌĞƚ ƚŽ ƚŚĞŝƌ ƉĞĞƌƐ ?
relations and significant others including sexual partners. 
Ulemu, and her sister, LinyanŐ ?ǁĂ ?ĂŝǁŽĂŶĚŚĞƌŵŽƚŚĞƌ ?DƌƐĂŶŐĂǁĞĂŶĚ&ĂƚƐĂŶŝĂŶĚ
her mother, Mrs Ndazi, reported keeping the status a secret to other siblings for fear 
that they would not keep the HIV positive status a secret within their family unit, and 
other family members including significant others for fear of social isolation or loss of 
support. ,ŽǁĞǀĞƌ ? >ŝŶǇĂŶŐ ?ǁĂ ƉĞƌĐĞŝǀĞĚ ƚŚĂƚ ƚŚĞ ĐŽŶĐĞĂůŵĞŶƚ ŽĨ ƚŚĞ ƐƚĂƚƵƐĚĞƉƌŝǀĞĚ
Ulemu of the needed social and financial support from her uncles or teachers whenever 
she was sick. In contrary, their aunt objected to disclosure of her status for fear of social 
isolation which included her own insecurity and loss of their sources of support.   
 “/ǁŝƐŚĞĚŽƵƌƵŶĐůĞƐĂŶĚŚĞƌƚĞĂĐŚĞƌƐǁĞƌĞĂǁĂƌĞŽĨŚĞƌƐƚĂƚƵƐ ?ǁŚĞŶ/ĂƐŬĞĚ
ĂƵŶƚ ?ǁŚǇĚŽŶ ?ƚǁĞĚŝƐĐůŽƐĞŚĞƌ ?hůĞŵƵ ?Ɛ )ƐƚĂƚƵƐƚŽŶĐůĞƐĂŶĚŚĞƌƚĞĂĐŚĞƌƐ ?
^ŚĞƐĂǇƐ ‘ǁŝůůƚŚĞǇŬĞĞƉŝƚĂƐĞĐƌĞƚ ?tŝůůƚŚĞǁŚŽůĞĐŽŵŵƵŶŝƚǇŶŽƚŬŶŽǁƚŚĂƚ
she is HIV positive? It is our secret; do not let others know about it, they may 
ƐƚŽƉĂƐƐŝƐƚŝŶŐƵƐ ?ĞǀĞŶƚŚĞǇŽƵŶŐŽŶĞƐĚŽŶ ?ƚ ƚĞůůƚŚĞŵ ? ? I feel our uncles, who 
assist us whenever she gets sick, could have been informed of her status, so 
that they know her real problem, possibly they could provide assistance of 
ƐŽŵĞŬŝŶĚ ? ? ?>ŝŶǇĂŶŐ ?ǁĂ ?hůĞŵƵ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
Interestingly, concĞĂůŵĞŶƚŽĨǇŽƵŶŐǁŽŵĞŶ ?ƐƐƚĂƚƵƐďǇĐĂƌĞŐŝǀĞƌƐŝŶĨŽƐƚĞƌĨĂŵŝůŝĞƐǁĂƐ
often extended to their spouses, as long as the female caregiver felt the young woman 
would be rejected or it would jeopardise the care being provided to her. 
 “ ? ? ?ƚŚŝƐŝƐŵǇƐŝƐƚĞƌĂŶĚǁĞ have no parents, I was keeping her as her parent; 
if I was to inform my husband about her status I thought he might 
ĚŝƐĐƌŝŵŝŶĂƚĞŚĞƌ ?ŚĞǁŽƵůĚŶ ?ƚhave accepted to keep her in his house; am the 
only one who could care for her ? ? DƌƐDďĂůƵŵĞ ?ŚŝƚƐĂŶǌŽ ?ƐĐĂregiver, 28) 
On the other hand, Gonjetso, Dalo and Tanyada reported keeping the information 
ĂďŽƵƚƚŚĞŝƌƐƚĂƚƵƐĂƐĞĐƌĞƚƐŝŶĐĞĚŝƐĐůŽƐŝŶŐƚŚĞŝƌƐƚĂƚƵƐǁŽƵůĚŵĞĂŶƚŚĞŝƌƉĂƌĞŶƚƐ ?ƐƚĂƚƵƐ
would also be disclosed, thus subjecting their family to social isolation and 
embarrassment. This clearly signifies that living with HIV involves keeping many secrets 
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which deprives young women of potential social networks or relationships and proper 
support which they might desperately need to live positively. This risk was probably 
ŐƌĞĂƚĞƌ ǁŚĞƌĞ DƌƐ DǁĂƚŝƉĂ ? ĂůŽ ?Ɛ ŵŽƚŚĞƌ ĂŶĚ Dƌ ĂŶĚ DƌƐ DŝƉĂŶĚŽ ? dĂŶǇĂĚĂ ?Ɛ
parents informed their children to withhold the status information from relations, close 
friends and neighbours thereby excluding them from providing a supportive and 
normalizing experience for the family. 
 “ ? ? ?ǁĞƐĂŝĚůĞƚ ?ƐŶŽƚƚĞůůƚŚĞŵ ?ƚŚĞĐŚŝůĚƌĞŶ )ĂďŽƵƚƚŚĞƐ ĂƚƵƐ ? ? ? ? ?ǁŝůůƚŚĞǇ
not tell others? If others know, how will they treat us as a family? Later we 
disclosed the status to them because the older daughter (Tanyada) kept on 
demanding reasons for taking her daily drugs; but we told them not to tell 
ŽƵƌ ƌĞůĂƚŝŽŶƐ ? ĨĂŵŝůǇ ĨƌŝĞŶĚƐ ƚŽ ĂǀŽŝĚ ƐŽĐŝĂů ŝƐŽůĂƚŝŽŶ ? ?(Mrs Mipando, 
dĂŶǇĂĚĂ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
While Gonjetso felt the involvement of a supportive adult in school preferably her head 
ƚĞĂĐŚĞƌŽƌĐůŽƐĞƐƚĨƌŝĞŶĚǁĂƐŝĚĞĂů ?ůŝŶĚŝŶĞĂŶĚDƌƐEĚĂǌŝ ?&ĂƚƐĂŶŝ ?ƐŵŽƚŚĞƌƌĞƉŽƌƚĞĚ
keeping the status a secret from teachers and peers for fear of stigma, losing social 
support networks, relationships hence social identity. Apart from publicising her status, 
Alindine perceived that her teachers would treat her more protectively. This signifies 
that for young women, the need to rely on adults because of the illness is often in sharp 
contrast to the developmental need of establishing independence from adults and 
ŝĚĞŶƚŝĨǇŝŶŐǁŝƚŚŽŶĞ ?ƐƉĞĞƌŐƌŽƵƉ ? 
 “/ĐŽƵůĚŚĂǀĞŝŶĨŽƌŵĞĚŵǇƚĞĂĐŚĞƌƐŝŶĐĂƐĞŽĨŝůůŶĞƐƐ ?ďƵƚŵĂǇďĞƚŚĞǇĐŽƵůĚ
have been controlling me like a school child, not as a young woman. Will they 
ŬĞĞƉŵǇƐƚĂƚƵƐĂƐĞĐƌĞƚ ?/ĚŽŶ ?ƚƚƌƵƐƚƚŚĞŵƐŽ/ŬĞƉƚƋƵŝĞƚ ? ?(Alindine, 19) 
Few service providers also seemed to reinforce secrecy around HIV positive status to 
maintain self-image ?&Žƌ ŝŶƐƚĂŶĐĞ ?DƌƐzŝŶĚĞĂŶĚDƌƐDŽŶĂůŝ  ?ůŝŶĚŝŶĞ ?ƐĐĂƌĞŐŝǀĞƌďƵƚ
also a community nurse by profession) shared the same views about maintaining HIV 
status a secret as they both perceived that lack of secrecy could expose the young 
women to stigma and discrimination and threaten their self-image. However, the 
burden of secrecy seemed to promote feelings of isolation for the young women as they 
made every effort not to be discovered that they are HIV positive or are taking ARVs. 
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  “/ƚŽůĚŚĞƌ ?ůŝŶĚŝŶĞ )ŶŽƚƚŽƌĞǀĞĂůŚĞƌƐƚĂƚƵƐƚŽĨƌŝĞŶĚƐŶŽƚĞǀĞŶƚŽƚĞĂĐŚĞƌƐ ?
otherwise they will publicise her status. Though not easy, whenever coming 
for drug refill, I feel sorry seeing her hiding her ARVs sachets inside her blouse 
ƚŽ ĞŶƐƵƌĞ ƚŚĂƚ ŚĞƌ ĨƌŝĞŶĚƐ ĚŽ ŶŽƚ ƐĞĞ ƚŚĞ ĚƌƵŐƐ ? ? ? ?  ?DƌƐ zŝŶĚĞ ? ůŝŶĚŝŶĞ ?Ɛ
service provide, 45) 
6.5.2 Resisting stigma through academic and vocational achievements  
Section 6.2 reveals that social relationships and the enabling environment seem to have 
the ability to enhance ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ůŝǀĞƐ ĂŶĚ ƐĞůĨ-image in various ways. These 
include being the source of emotional attachment, intellectual motivation, personal 
security and social companionship. They allow young women to attain levels of agency 
that would otherwise be unachievable and make them feel more positive about their 
future, hence achieving their goals in life. However, lack of the same demoralised young 
women and/or undermined their capabilities to succeed in life, hence diminishing their 
self-image. Therefore, academic and vocational achievements enhanced young 
ǁŽŵĞŶ ?ƐƐĞŶƐĞŽĨǁŽƌƚŚand thus buffered their threatened emotional well-being and 
also helped them to cope with the negative repercussions of having a stigmatised illness 
or being a devalued social entity. For instance, Nane, Penina, Ulemu, Gonjetso, Alindine 
and Tanyada who enjoyed substantial advantages that included strong family support 
and other supportive relationships yielded social capital that they needed to achieve 
their self-determined goals. These goals were significant to define their identity, guide 
behaviour, buffer against life stress/challenges hence build their self-confidence.  
In the cases of Nane, Penina, Gonjetso, Alindine and Tanyada, their intimate 
relationships with their caregivers/parents and the support provided were powerful 
influences on their self-determination. This made them accept their status quo and 
made them more determined to achieve their academic goals. The young women gave 
the impression that they never minded any devaluation in the eyes of the others as long 
ĂƐ ƚŚĞǇ ĂĐŚŝĞǀĞĚ ƚŚĞŝƌ ĂĐĂĚĞŵŝĐ ŐŽĂůƐ ? EĂŶĞ ?Ɛ ? 'ŽŶũĞƚƐŽ ?Ɛ ĂŶĚ dĂŶǇĂĚĂ ?Ɛ ŽǀĞƌĂƌĐŚŝŶŐ
goal of becoming caretakers of their younger siblings in a meaningful way and desiring 
to reward the support rendered to them by the father, grandfather and parents 
respectively enabled them to become more goal-oriented and focused on their studies. 
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 “DƵŵďĞůŝĞǀĞĚ/ĐŽƵůĚĐĂƌĞ for my siblings. I accepted the challenges of living 
in the village and going to a community day secondary school; mum was a 
motivator and believed school would take me up high; now is grandpa who 
ǀĂůƵĞƐĞĚƵĐĂƚŝŽŶ ?,ĞƵƐƵĂůůǇƐĂǇƐ ? ‘my daughter advanced with her education 
and was independent - in you I see the spirit of your mother, who made a 
ĚŝĨĨĞƌĞŶĐĞŝŶůŝĨĞ ?ǁŽƌŬŚĂƌĚƚŽďĞŝŶĚĞƉĞŶĚĞŶƚ ? ?/ŬŶŽǁ I will make it, I want 
to become a doctor to support grandpa and my siblings. Am his only 
grandchild who has gone to secondary school and am ĂůǁĂǇƐŽŶƚŽƉƚĞŶ ? ? ? ?
(Gonjetso, 16) 
Reflecting on her anticipated responsibilities, Gonjetso reported aspiring to become a 
medical doctor. Her ability to settle on vocational identity seemed to unleash her full 
potential oĨ ĂĐĂĚĞŵŝĐ ĞǆĐĞůůĞŶĐĞ  ?ƐĞĞ WĂŶĞů  ? ) ? 'ŽŶũĞƚƐŽ ?Ɛ ĐĂƌĞĞƌ ĂƐƉŝƌĂƚŝŽŶƐ ǁĞƌĞ
integral to the identity formation process and seemed to be associated with positive 
outcomes and behaviours. 
Similarly, Alindine reported that the psychosocial and financial support rendered by 
both Mrs Monali (her caregiver) and Mrs Yinde (her service provider) reduced the 
likelihood of her succumbing to paralysing feelings of self-doubt and incompetence; 
instead she developed confidence in her abilities to succeed in life. Ideals of diligence 
ǁĞƌĞ ŝŶŚĞƌĞŶƚ ŝŶůŝŶĚŝŶĞ ?ƐƐƚĂƚĞŵĞŶƚƐĂŶĚĂĐƚŝŽŶƐ ?ǁŚŝĐŚ ĨŽƐƚĞƌĞĚĂŶĚƐƵƐƚĂŝŶĞĚŚĞƌ
self-determination to advance with her studies despite the one year break due to 
severe illness. She perceived that life had a purpose and a meaning and did not allow 
her HIV positive status to dissuade her from her goals. Mrs Yinde ĂƚƚƌŝďƵƚĞĚůŝŶĚŝŶĞ ?Ɛ
positive coping to Mrs Monali ?ƐĐŽŶƐŝƐƚĞŶƚƐƵƉƉŽƌƚ ?dŚĞǇboth emphasised the need for 
Alindine to set and achieve academic goals in order to be independent in the future. 
Alindine accepted her status and made use of all opportunities and supports to achieve 
her academic and vocational goals. She acknowledged the change in her identity from a 
 ‘ǇŽƵŶŐǁŽŵĂŶǁŝƚŚŝŶƚĞƌŶĂůŝŶũƵƌŝĞƐ ?ƚŽĂƉƌŝŵĂƌǇƐĐŚŽŽůƚĞĂĐŚĞƌĂŶĚƚŚĂƚboosted her 
self-image.  
 “ ? ?/ĂĐĐĞƉƚĞĚŵǇƐƚĂƚƵƐĂŶĚůŝǀĞ ůŝŬĞĂŶǇŽƚŚĞƌŶŽƌŵĂůǇŽƵŶŐǁŽŵĂŶ ?ŝƚ ŝƐ
not easy withdrawing from school, being at home sick for over nine months, 
being stigmatised,  ‘ĂǇŽƵŶŐǁŽŵĂŶǁŝƚŚ/^ŽƌŝŶƚĞƌŶĂůŝŶũƵƌŝĞƐ ? ?but I felt it 
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wĂƐŶĞĐĞƐƐĂƌǇƚŽĂĐĐĞƉƚ ?ƐŽ/ĐŽƵůĚĂĐŚŝĞǀĞŵǇĚƌĞĂŵƐ ? ? ? ?/ ůŝǀĞƉŽƐŝƚŝǀĞůǇ
and determined to achieve my goals in life. Aunt and my service provider 
always kind of talked about how education is important - people tend to 
respect you, and thus what encouraged me to advance with your education ? ?
(Alindine, 19) 
hŶůŝŬĞ 'ŽŶũĞƚƐŽ ĂŶĚ ůŝŶĚŝŶĞ ? dĂǁŝŶĂ ƌĞƉŽƌƚĞĚ ƚŚĂƚ ĂĨƚĞƌ ŚĞƌ ĨĂƚŚĞƌ ?Ɛ ŝŵƉƌŝƐŽŶŵĞŶƚ ?
she was determined to achieve her academic goals, despite limited support systems in 
the village since her uncle could not afford her academic costs. dĂǁŝŶĂ ?ƐŽǀĞƌǁŚĞůŵŝŶŐ
emphasis on her former self (e.g. having better clothes, better uniform and a pair of 
shoes, attending a private secondary school) made her drop out of school as her desires 
to return to her former self was unrealistic, as she had experienced dependence on her 
uncle who had limited resources.  
 “/ŚĂĚŽŶůǇƐĐŚŽŽůĨĞĞƐĨŽƌĐŽŵŵƵŶŝƚǇĚĂǇƐĐŚŽŽů ?ďƵƚ/ĚŝĚŶŽƚŚĂǀĞĂƉĂŝƌŽĨ
shoes and a better white blouse for school uniform; so I gave up school in 
form 3 of secondary school level. With dad I used to have good clothes, 
attend private secondary school; I wish I could have a good pair of shoes to 
go back to school, if funds are available I want to go to a private school, my 
ĚĂĚƵƐĞĚƚŽƉĂǇďƵƚŶŽǁƵŶĐůĞĐĂŶŶŽƚĂĨĨŽƌĚ ? ?(Tawina, 18)  
While Tawina felt her future was lost due to limited resources, Mr Pamba, her service 
provider, contrarily perceived that she dropped out of school in the village because of 
social isolation by her peers as a result of her visible skin condition. 
 “/ ĨĞĞůmost of her friends in school were avoiding her because of her skin 
condition, thus why she dropped out of school. This is the reason why she 
doesn ?t like mixing with her friends. In her village, people still look down upon 
those with positive HIV status particularly with her skin condition that 
worsens her situation ? ?  ?DƌWĂŵďĂ ?dĂǁŝŶĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
Apart from dealing with the effects of the chronic illness, the young women struggled to 
cope with negative consequences of having a stigmatised illness. In this section 
therefore it is clear that young women and their caregivers employed several strategies 
in dealing with stigma and discrimination. 
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6.6 Burden of caring for the caregivers 
ĂƌĞŐŝǀĞƌƐ ǁŚŽ ŚĂĚ ĂĚĞƋƵĂƚĞ ƌĞƐŽƵƌĐĞƐ ƚŽ ŵĞĞƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŶĞĞĚƐ ƌĞƉŽƌƚĞĚ
emotional satisfaction related to being able to assist the young women attain 
independence and meaningful life and their caregiving became a rewarding experience. 
For instance, Mrs DŽŶĂůŝ ? ůŝŶĚŝŶĞ ?Ɛ ĐĂƌĞŐŝǀĞƌ, expressed excitement when Alindine 
completed her teaching course and became a primary school teacher. However, a 
number of caregivers acknowledged that they were unable to provide for the young 
ǁŽŵĞŶ ?ƐďĂƐŝĐƐƵƌǀŝǀĂůŶĞĞĚƐ, whŝĐŚĐŽŶƚƌŝďƵƚĞĚƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐŶĞŐĂƚŝǀĞƐĞůĨ-image 
and/or lack of attaching a purpose to their lives. DƌƐŽƚŽůŽ ?DƌĂŶĞŶŝ ?DƐ>ŝŶǇĂŶŐ ?ǁĂ ?
Mrs Metani, Mrs Ndazi, Mrs Mbalume, Mr Menda, Mrs Mwatipa and Mr and Mrs 
Mipando revealed how hard it was for them to fulfil the needs of the young women, 
when they were struggling in their own lives or they were themselves still very young. As 
such, the majority of young women engaged in sexual activities for financial and 
material gains. The vulnerabilities/risks associated with sexual relationships as an 
economic strategy for young women as they struggled to earn a living are highlighted in 
Section 7.3.1. However, some of the reasons cited by caregivers for not providing for the 
ǇŽƵŶŐǁŽŵĞŶ ?ƐƐƵƌǀŝǀĂůŶĞĞĚƐŝŶĐůƵĚĞĚ lack of employment, loss of productivity due to 
illness, increased caring burden, lack of social and financial support for themselves or 
rule-breaking by the young women. Mrs Botolo, Mrs Metani, Mrs Ndazi and Mrs 
Mbalume attributed their inability to provide the needs for Ziliwe, Mwatitha, Fatsani 
and Chitsanzo respectively to lack of consideration on the part of their husbands as the 
main source of income in their families.  
 “DǇŚƵƐďĂŶĚĐŽƵůĚŶŽƚƐƉĂƌĞĂƉĞŶŶǇŽŶŚĞƌ ?ŚŝƚƐĂŶǌŽ ) ?ŝƚŚĂƐďĞĞŶĚŝĨĨŝĐƵůƚ
for me to ask money from him to meet her basic needs; with no other 
support I have been using whatever little I get from the sales of second hand 
ĐůŽƚŚĞƐƚŽďƵǇŚĞƌĐůŽƚŚĞƐŽƌŐŝǀĞŚĞƌŵŽŶĞǇƚŽďƵǇǁŚĂƚƐŚĞǁĂŶƚĞĚ ?/ĚŽŶ ?ƚ
have enough resources; you know girls have several needs, men provided 
ŝŶƐƚĞĂĚ ĂŶĚ ƐŚĞ ďĞĐĂŵĞ ƉƌĞŐŶĂŶƚ ? ? ?DƌƐ DďĂůƵŵĞ ? ŚŝƚƐĂŶǌŽ ?Ɛ ĐĂƌĞŐŝǀĞƌ ?
28)  
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Dƌ DĂůŝĚŽ ? ŚŝƚƐĂŶǌŽ ?Ɛ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ, concurred with Mrs Mbalume that being a 
young woman herself and mainly dependent on her husband for survival seemed to 
undermine her ability to provide for Chitsanzo ?ƐďĂƐŝĐŶĞĞĚƐ ? /nstead Chitsanzo looked 
for alternative sources of financial support in order to live like any other young women. 
 “^ŚĞ  ?ŚŝƚƐĂŶǌŽ )ŚĂƐ ďĞĞŶ ƌĂŝƐĞĚƵƉďǇŚĞƌ ƐŝƐƚĞƌ- less than 30 years, with 
her own financial challenges as she also depends on her husband for support. 
I feel meeting her needs as she was growing was a big challenge, so it could 
ďĞƚŚĂƚƐŚĞĨŽƵŶĚŽƚŚĞƌŵĞĂŶƐŽĨƐƵƉƉŽƌƚ ? ?  ?DƌDĂůŝĚŽ ?ŚŝƚƐĂŶǌŽ ?ƐƐĞƌǀŝĐĞ
provider, 37) 
^ŝŵŝůĂƌůǇ ?DƌĂŶĚDƌƐDŝƉĂŶĚŽ ?dĂŶǇĂĚĂ ?ƐƉĂƌĞŶƚƐ, acknowledged that as a family they 
ǁĞƌĞƐƚƌƵŐŐůŝŶŐƚŽĞĂƌŶĂůŝǀŝŶŐďĞĐĂƵƐĞŽĨŚĞƌĨĂƚŚĞƌ ?ƐŝŶĂďŝůŝƚǇƚŽƌƵŶƚŚĞďƵƐŝŶĞƐƐƚŚĂƚ
was the main source of their income. Mr Mipando asserted that as a sole provider, he 
used to supplement his monthly pay from the civil service with income earned through 
a small scale business, but his ability was disrupted by the illness leading to loss of 
productivity. This signified that Mr Mipando was challenged since the demand for care 
of his family (four HIV infected family members) increased as his ability to provide it 
ĚŝŵŝŶŝƐŚĞĚ ? DƌƐ DŝƉĂŶĚŽ ? dĂŶǇĂĚĂ ?Ɛ ŵŽƚŚĞƌ ĞǆƉƌĞƐƐĞĚ ĐŽŶ ĞƌŶ ŽǀĞƌ ůĂĐŬ ŽĨ ŽƚŚĞƌ
family members to replace the income, so that coupled with nutritional and medical 
ĞǆƉĞŶƐĞƐ ĨŽƌ ŵŽƌĞ ĨĂŵŝůǇ ŵĞŵďĞƌƐ ǁŝƚŚ ,/s ǁĂƐ Ă ďƵƌĚĞŶ ƚŽ ŚŝƐ ĨĂŵŝůǇ ?Ɛ ůŝŵŝƚĞĚ
resources. However, the stigma attached to HIV prevented the family from seeking 
support from other relations and significant others. 
  “ ? ?ŵǇŚƵƐďĂŶĚǁŽƌŬƐĂƐĂƉŽůŝĐĞŵĂŶ ?Ɛo the little salary he receives does 
not meet all our needs; life has been very hard for us, our business of selling 
Irish potatoes and freezes is down because we have blown up the capital on 
medical and nutritional expenses for the four of us. DǇ ŚƵƐďĂŶĚ ?s sister is 
ǀĞƌǇƚĂůŬĂƚŝǀĞǁĞǁŽƵůĚŶ ?ƚĂƐŬŵŽŶĞǇĨƌŽŵŚĞƌ ?ǁĞĚŽŶ ?ƚĞǀĞŶǁĂŶƚŚĞƌƚŽ
ŬŶŽǁŽƵƌƐƚĂƚƵƐ ? ? ?DƌƐDŝƉĂŶĚŽdĂŶǇĂĚĂ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
Mrs Ndazi also reported encountering the stress of mothering five children without 
stable support. As a sole bread winner for the family, Mrs Ndazi indicated that she did 
ŶŽƚƐƵĨĨŝĐĞĂůů&ĂƚƐĂŶŝ ?ƐŶĞĞĚƐ, especially the clothing and nutritional supplements. She 
attributed her failure to meet increased medical and nutritional expenses to the loss of 
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her main source of financial support (the husband) and her lack of productivity as she 
had to care for Fatsani in hospital. As such, Mrs Ndazi believed that Fatsani looked for 
alternative means of financial support as she could not suffice her needs. Mr Menda, 
dĂǁŝŶĂ ?Ɛ ĐĂƌĞŐŝver shared the same views that their family was hard hit with poverty 
and meeting dĂǁŝŶĂ ?Ɛbasic survival needs was a major challenge. As such, Tawina 
engaged in sexual relationships for financial support, to which her caregiver seemed to 
turn a blind eye as he was unable to provide for her basic needs. On the other hand, 
&ĂƚƐĂŶŝ ?Ɛ ĂŶĚ dĂǁŝŶĂ ?Ɛ ďĞŚĂǀŝŽƵƌĂů ĂŶĚ ƐĐŚŽŽů ƉƌŽďůĞŵƐ ĐŽƵůĚ ďĞ ĂƚƚƌŝďƵƚĞĚ ƚŽ ďĞŝŶŐ
raised in the polygamous family structure and community, respectively. 
  “KƵƌĨĂŵŝůǇŝƐƉŽŽƌ ?ǁĞĨĂŝůƚŽsend her back to school since she dropped out 
due to lack fees and clothes. In rural area, we rely on farming to get basic 
needs, so as she is growing with HIV, she cannot manage to cultivate crops in 
order to earn her living. Am afraid she needs support; as a girl she may 
engage in male relationships for support in order to look like her friends ? ?
 ?DƌDĞŶĚĂ ?dĂǁŝŶĂ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
ĚĚŝƚŝŽŶĂůůǇ ?hůĞŵƵ ?ĂŶĚŚĞƌƐŝƐƚĞƌ ?>ŝŶǇĂŶŐ ?ǁĂĂŶĚDǁĂƚŝƚŚĂĂŶĚŚĞƌƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ?
Mrs Tayenda, disclosed the struggle female caregivers encountered in controlling their 
ƐƉŽƵƐĞƐ ?ƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐƚŽǁĂƌĚƐƚŚĞǇŽƵŶŐǁŽŵĞŶ ?dŚĞǇ ŝŶĚŝĐĂƚĞĚƚŚĂƚǁŚĞŶ they 
themselves ǁĞƌĞ ǇŽƵŶŐ  ?hůĞŵƵ ?Ɛ ĂƵŶƚ ǁĂƐ  ? ? ǇĞĂƌƐ ) ĂŶĚ ĨƵůůǇ ĚĞƉĞŶĚĞŶƚ ŽŶ ƚŚĞŝƌ
spouses for survival, it was difficult for them to take action against the husbands if they 
sexually abused the young women because that meant loss of their source of support as 
the family. 
 “/ǁŝƐŚĞĚ/ǁĂƐĚĞĂĚ ?ĂƵŶƚ ?ƐŚƵƐďĂŶĚƵƐĞĚƚŽƐĞǆƵĂůůǇŚĂƌĂƐƐŵĞ ?tŚĞŶever 
aunt was not home, he touched my breasts and bum, held me tightly and 
started caressing me; I cried and he stopped. He could invite me to his 
bedroom or bathroom but I refused; whenever I informed aunt, she kept on 
ƐĂǇŝŶŐ ? ?ǁŚĂƚĚŽǇŽƵƚŚŝŶŬ/ĐĂŶĚŽĂďŽƵƚŝƚ ?ũƵƐƚĂǀŽŝĚŚŝŵ ? ?ŝƐŝƚďĞĐĂƵƐĞŚĞ
provides for the family? I told him I would take a legal action, so he stopped 
but it still tortures my mind especially that he stopped providing for my basic 
ŶĞĞĚƐŝŶĐůƵĚŝŶŐŵǇƐĐŚŽŽůĨĞĞƐ ? ? (Mwatitha, 18) 
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&ƵƌƚŚĞƌŵŽƌĞ ?DƌƐŽƚŽůŽ ?ŝůŝǁĞ ?ƐĂƵŶƚĂŶĚDƌĂŶĞŶŝ ?EĂŶĞ ?ƐĨĂƚŚĞƌĂĐŬŶŽǁůĞĚŐĞĚƚŚĂƚ
ƚŚĞŝƌĨĂŝůƵƌĞƚŽƉƌŽǀŝĚĞĨŽƌƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐďĂƐŝĐƐƵƌǀŝǀĂůŶĞĞĚƐŵĂĚĞŝƚdifficult for 
them to control the ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ďĞŚĂǀŝŽƵƌƐ, which they employed as an 
economic survival strategy.  
 “ ? ? ?her sexual behaviour annoyed my husband; she was sent to live with my 
brothers; but ƚŚĞǇĐŽƵůĚŶ ?ƚĐŽŶƚƌŽůŚĞƌďĞŚĂǀŝŽƵƌƐ ?ƐŚĞĐŽƵůĚůĞĂǀĞĂŶĚĐŽŵĞ
home late around 1:00am. When questioned about her whereabouts, she 
ǁŽƵůĚƐŚŽƵƚĂƚƚŚĞŵƐĂǇŝŶŐ ?  ‘ĚŽŶ ?ƚďŽƚŚĞƌ about my whereabouts as if you 
ƉƌŽǀŝĚĞ ĨŽƌ ŵǇ ŶĞĞĚƐ ? ? tĞ ĐŽƵůĚŶ ?ƚ ĐŽŶƚƌŽů ŚĞƌ ƐĞǆƵĂů ďĞŚĂǀŝŽƵƌ ? ƐŚĞ ǁĂƐ
ĚĂƚŝŶŐĂ ůŽƚŽĨŵĞŶ  ? ? ? ?/ƚ ?Ɛ ǀĞƌǇ ĚŝĨĨŝĐƵůƚǁŚĞŶ ǇŽƵ ůĂĐŬ ƌĞƐŽƵƌĐĞƐ ? ŵĂǇďĞ
ƐŚĞ ĐŽƵůĚŶ ?ƚ ŚĂǀĞ ďĞĞŶ ƉƌĞŐŶĂŶƚ ? ŝĨ Ăůů ŚĞƌ ŶĞĞĚƐ ǁĞƌĞ ƉƌŽǀŝĚĞĚ for ? ? ? ? ?  
 ?DƌƐŽƚŽůŽ ?ŝůŝǁĞ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
It is clear in this section that some young women asserted their autonomy as evidenced 
by some kinds of rebellious activities which could be attributable to general adolescent 
development as well as HIV related issues. However, a number of caregivers 
acknowledged that their lack of support structures exposed young women to sexual 
exploitation as they sought alternative means of survival. 
6.7 Conclusion  
This chapter has highlighted that life for these young women is full of challenges. 
However, social relationships and social support networks (including strong family 
structures) acted as a very important buffer  W even when things went wrong or when 
they suffered a setback - as many did. Having these kinds of relationships seemed to be 
critical in enabling the young women to retain hope and to imagine a future for 
themselves. From this chapter, it seems significant to give the young women a chance 
to have loving, supportive relationships (including peer relationships) but to try and 
ensure that they do not lead to negative consequences such as unwanted pregnancies. 
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ĂƌĞŐŝǀĞƌƐ ? ƌĞƐŽƵƌĐĞƐ ǁĞƌĞ ŽĨƚĞŶ ŽǀĞƌ-burdened and several lacked the capabilities 
required to provide young women with an adequately supportive environment. 
Consequently, some young women engaged in sexual relationships as a strategy for 
financial and material gains as they struggled to earn a living and autonomy and/or to 
boost their self-image, hence their stories are more prominent in the next chapter. The 
ŶĞǆƚ ĐŚĂƉƚĞƌ ŝůůƵƐƚƌĂƚĞƐ ŚŽǁ ǇŽƵŶŐ ǁŽŵĞŶ ƉƌŽŵŽƚĞĚ ƚŚĞŝƌ  ‘ƐĞůĨ-ǁŽƌƚŚ ? ŝŶ ĚŝĨĨĞƌĞŶƚ
contexts using various strategies, downplaying the anticipated dangers on their health 
and well-being.  
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CHAPTER SEVEN 
BECOMING A WOMAN: NAVIGATING A COMPLEX MORAL AND SOCIAL TERRAIN 
 “DǇĨĂƚŚĞƌĚŽĞƐŶ ?ƚĞĂƌŶĞŶŽƵŐŚƚŽŵĞĞƚƚŚĞŶĞĞĚƐŽĨŽƵƌĨĂŵŝůǇ ?ƐŽŚĞ
(Mr Mwendo) has been supporting me since I was 10 years - including my 
ĨĂŵŝůǇ ? ? ?/ĨĞůƚůŝŬĞƉĂǇŝŶŐďĂĐŬŝŶŬŝŶĚ ?ĞǆĐŚĂŶŐŝŶŐŚŝƐŬŝŶĚŶĞƐƐǁŝƚŚƐĞǆ )
particularly when he demanded it; I could go to his shop or at times to his 
house but the issue was how could I tell him about my status? If he knew 
my status, I felt like losing my SACCO (Savings and Credit Cooperative  W a 
money lending agency in Malawi); how about transmitting the virus to 
Śŝŵ ?/ĐŽŶĐĞŝǀĞĚ ?ŚŽǁĂďŽƵƚŵǇďĂďǇ ? ?(Tamando, 17) 
7.1 Introduction 
This final findings chapter illustrates the social, structural and clinical complexities 
associated with growing up HIV among young women. Young women faced many HIV 
related risks embedded in the social relations and structural realities in their societies as 
reflected in Figure 7. Culturally in Malawi, women are taught to abstain from sex until 
they are married and to be subservient to male partners thereafter in sexual and 
reproductive health matters; as such, the power imbalances inherent in such 
stereotypical gender constructions are thus internalised as they grow up to 
womanhood. The chapter illuminates the diverse sexual experiences challenged by the 
normative expectations as the young women sought love, acceptance and economic 
gains for social status and identity. This chapter focuses on what young women thought 
they could gain; and what they felt they could stand to lose by having sex or behaving in 
any way that could be perceived to be in jeopardy by older women, caregivers or 
ƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?dŚĞĐŽŶĐĞƉƚŝŽŶĂďŽƵƚ ‘ǁŚĂƚŝƐƌŝƐŬ ?,  ‘what is acceptable ? ĂŶĚ ‘ǁŚĂƚŝƐ
ŝŵƉŽƌƚĂŶƚ ? ĨƌŽŵ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉĞƌƐƉĞĐƚŝǀĞƐ ǁĂƐ ĚŝĨĨĞƌĞŶƚ ĨƌŽŵ ƚŚat of older 
women or caregivers or service providers. As a result, they were navigating a complex 
moral and social terrain within a particular set of normative expectations and service 
delivery options. Figure 7 illustrates the structural realities that shaped the young 
ǁŽŵĞŶ ?ƐůŝǀĞƐ within the family, societies and the health systems and are the focus of 
this chapter. The chapter highlights the balancing act between the priorities of gaining 
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the perceived advantages while downplaying the anticipated dangers and explore the 
ĐŽŶƐĞƋƵĞŶĐĞƐĨŽƌǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůŚĞĂůƚŚ.  
Therefore, the chapter is composed of three sections. The first section focuses on young 
ǁŽŵĞŶ ?Ɛ ĚĞƐŝƌĞ ƚŽ ďĞ ůŝŬĞtheir peers sexually reflecting normal developmental 
processes. The second section highlights how young women utilised sexual relationships 
to gain resources required to boost their self-image, apart from fulfilling their own 
sexual desires. The section further illustrates how difficult it was for young women to 
disclose their status if the sexual relationship was an economic strategy for modernity 
or idealised lifestyle and means of survival. The third section examines the ways in 
which health system/services did or did not address ǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůŶĞĞĚƐ ?dŚĞ
section explores how young women viewed the SRH services, including their 
experiences, approaches, barriers and their preferences for the services as they are 
growing up to womanhood. All young women presented in Table 2 underwent various 
sexual experiences and challenges (including SRH services) as they are growing up to 
womanhood (see Table 9). Two of these young women were sexually abused within 
their foster families (Ulemu and Mwatitha). Ten engaged in sexual relationships to seek 
love, acceptance, sexual fulfilment, and/or for financial gains. Out of the ten, Nane, and 
Fatsani had relationships terminated for disclosing their status; Ziliwe, Zawo, Chitsanzo, 
Tawina, Tamando and Dalo experienced early sexual debut and child bearing; Penina 
and Alindine terminated their relationships for fear of being discovered as HIV positive 
ĂŶĚĨĞůƚƚŚĞǇĐŽƵůĚŶŽƚƐƵĐĐƵŵďƚŽƚŚĞŝƌƉĂƌƚŶĞƌƐ ?ƐĞǆƵĂůĚĞƐŝƌĞƐ ?dŚŽƵŐŚ'ŽŶũĞƚƐŽĂŶĚ
Tanyada did not demonstrate signs of being sexually active, they expressed the need for 
SRH education on individual basis as they were approaching womanhood. Therefore all 
these cases were represented with pseudonyms as presented in Table 6 in Chapter 
Four. Their quotes and those of significant others are used to exemplify the moral and 
social terrain highlighted in this chapter.  
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Table 9  Cases to illustrate moral and social terrain 
 
Name 
 
Caregiver  
 
Age at 
sexual 
risk 
 
Family situation 
 
Means of survival 
 
Sexual experiences & 
challenges 
Ziliwe Aunt (her 
ŵŽƚŚĞƌ ?Ɛ
sister) 
14 Lived with three 
ƵŶĐůĞƐ ?ŵŽƚŚĞƌ ?Ɛ
brothers - not 
married; 
consuming a lot 
of alcohol; then 
with partner 
Doing piece work 
(washing clothes in 
homes); engaged in 
sexual activities for 
financial gains 
Struggled on condom use 
with her partners exposing 
her to early child bearing & 
potential for re-infections 
hence ill-health; felt she 
lacked individual SRH 
education and access to 
injectable contraceptives. 
Nane Father 18 Living with her 
father, but not 
working & living 
with uncle 
during school 
blocks 
Dependent on her 
uncle; engaged in 
sexual activity to 
supplement finances 
offered by her uncle 
Her father felt he lost 
control of her sexual 
behaviour; had her sexual 
relationship terminated 
upon disclosure of her HIV 
status; felt she lacked 
individual SRH education  
Penina Aunt  (her 
ŵŽƚŚĞƌ ?Ɛ
sister) 
17 Living with 
father and step-
mother; kept 
status a secret 
to a partner 
Fully dependent on 
her father for 
financial & emotional 
support  
Terminated her 
relationship for fear of 
being discovered HIV 
positive; felt lacked SRH 
education at the centre 
Ulemu Aunt (her 
ŵŽƚŚĞƌ ?Ɛ
sister) 
14 Living with her 
aunt; sexually 
abused by 
ĂƵŶƚ ?ƐŚƵƐďĂŶĚ ?
Independent  W relies 
on own business  W 
sell fried pan cakes at 
school & second 
hand clothes 
Felt she lacked individual 
SRH education at the 
centre as all her friends 
were boys though not 
sexual partners; sexually 
ŚĂƌĂƐƐĞĚďǇĂƵŶƚ ?Ɛ
husband 
Mwatitha Aunt (her 
ŵŽƚŚĞƌ ?Ɛ
sister) 
16 Living with her 
aunt; sexually 
abused by 
ĂƵŶƚ ?ƐŚƵƐďĂŶĚ ?
kept her status 
a secret to her 
partner 
Fully dependent on 
ŚĞƌĂƵŶƚ ?ƐŚƵƐďĂŶĚ ?
who rejected  her for 
whistle blowing his 
sexual advances 
>ŽƐƐŽĨƐƵƉƉŽƌƚĨƌŽŵĂƵŶƚ ?Ɛ
husband for disclosing his 
sexual abuse; in jeopardy 
of establishing unhealthy 
sexual relationships for 
emotional support  
Gonjetso Aunt/ school 
headmaster 
16 Living with 
school head 
master  W who 
did not 
advocate for 
condom use;  
Dependent on 
grandfather & aunt; 
her head teacher & 
service provider 
meet her academic 
needs;  
 
 
 
 
 
Felt she lacked individual 
SRH education at the 
centre though not sexually 
active 
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Name 
 
Caregiver  
 
Age 
being 
at risk 
 
Family situation 
 
Means of survival 
 
Sexual experiences & 
challenges 
Fatsani Mother  13 Living with 
mother; father 
left for another 
wife; kept her 
status a secret 
to sexual 
partners 
Dependent on her 
mother; engaged in 
sexual activities  for 
material & financial 
gains 
Had four partners serially 
in four years; had her first 
relationship terminated 
upon disclosure of her HIV 
status; lacked individual 
SRH education and access 
to injectable 
contraceptives  
Alindine Aunt - her 
ŵŽƚŚĞƌ ?Ɛ
sister 
13 Living with 
aunt; kept her 
status a secret 
to her partner 
Fully dependent on 
her aunt for material 
and financial support 
 
Terminated relationship for 
fear of being discovered 
HIV positive; felt she lacked 
individual SRH education at 
the centre  
Chitsanzo Sister 14 Lived with sister 
but was finding 
it difficult to 
provide for her 
basic needs; 
now living with 
husband but 
unaware of her 
status 
Dependent on 
ƐŝƐƚĞƌ ?ƐŚƵƐďĂŶĚ ?
engaged in sexual 
activities with older 
& married men for 
support; now fully 
dependent on her 
husband who 
adopted her  
pregnancy  
Impregnated twice  W first 
pregnancy aborted; 
engaged in unsafe sexual 
practices leading to early 
child bearing for failing to 
negotiate for condom use; 
felt she lacked individual 
SRH education & access to 
injectable contraceptives.  
 
Tawina Uncle 14 Living with her  
uncle but was 
finding it 
difficult to 
provide for her 
basic needs; 
kept her status 
a secret to her 
partners 
Dependent on uncle; 
engaged in sexual 
activities  for 
financial and material 
gains 
Had five sexual partners in 
five years serially; yielded 
ƚŽƉĂƌƚŶĞƌ ?ƐĐŚŽŝĐĞƐƚŽ
keep relationships & 
engaged in unsafe sex 
three days after 
menstruation; felt she 
lacked access to injectable 
contraceptives. 
Zaiwo Mother 14 Living with her 
mother; 
kept her status 
a secret to her 
partner 
Fully dependent on 
her mother; engaged 
in sexual 
relationships for 
companionship & 
emotional support  
Impregnated twice with 
less than one year spaced 
pregnancies; felt she lacked 
individual SRH education & 
access to injectable 
contraceptives. 
Tamando Her husband 10 Lived with her 
parents  but 
were finding it 
difficult to 
provide for her 
basic needs; 
now living with 
husband who is 
aware of status 
Selling groundnuts at 
market  W engaged in 
a stable relationship 
to supplement her 
income & support 
her family; fully 
dependent on 
husband for financial 
support 
Early marriage & child 
bearing at the age of 15 
years; felt she lacked 
individual SRH education & 
access to injectable 
contraceptives. 
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Name 
 
Caregiver  
 
Age 
being 
at risk 
 
Family situation 
 
Means of survival 
 
Sexual experiences & 
challenges 
Dalo Mother  11 Lived with her 
parents  but 
were finding it 
difficult to 
provide for her 
basic needs; 
living with 
fourth partner, 
who is not 
aware of her 
HIV status 
Selling groundnuts -
engaged in sexual 
activities  with older 
& married men to 
supplement her 
income & for support 
of her family; now 
fully dependent on 
her fourth partner 
Early child bearing (at the 
age of 15 years); HIV 
transmission to her two 
children - first child is HIV 
positive; lost first husband 
& second child to HIV 
related illness; second 
husband terminated 
relationship after  
discovering her HIV status  
Tanyada Both her 
father & 
mother  
10 Living with her 
parents; kept 
status a secret 
to relatives, 
peers & 
neighbours 
Fully dependent on 
her father for 
material and financial 
support 
Felt she lacked individual 
SRH education though not 
sexually active. 
 
7.2 Having a sexual relationship is normal 
The sexual experiences of the perinatally HIV infected young women were not different 
from those of their HIV negative counterparts. They reported engaging in sex as early as 
12 years and in multiple sexual partnerships for pleasure, love and support (see Table 
2). The majority do not consistently adopt protective measures in sexual encounters 
and some have initiated child bearing. The details of their sexual terrain remained clear 
that they sought love, acceptance and desired to be like any other young woman. 
 “/ĨĞĞůŝƚ ?ƐŶŽƌŵĂůŚĂǀŝŶŐĂďŽǇĨƌŝĞŶĚůŝŬĞĂŶǇŽƚŚĞƌǇŽƵŶŐǁŽŵĂŶ ?ŚĂǀŝŶŐĂ
boyfriend is part of life as am growing up; I just feel that there is need to 
have someone who can love and accept me as I am (with my positive HIV 
status). Someone I can share my feelings and issues with; I needed support, I 
started doing it (sex) at the age of 12, by age 15 I was impregnated and he 
married me ? ?(Tamando, 17)  
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 “ ? ? ?as am growing it's normal to have a partner, I have sexual desires like 
any other young woman, I want to feel loved, and this is my fourth partner. 
The first three partners terminated relationships: after discovering my HIV 
positive, being shouted by my mum, and the third one was annoyed with my 
collection of condoms from the centre; I was frustrated losing my partners 
but now I have a fourth partner, am ƐŽŐůĂĚďĞŝŶŐŝŶůŽǀĞ ? ?(Fatsani, 17) 
7.2.1 Fulfilling sexual desires versus societal and familial norms/expectations 
As young women enter into new social relationships, they are challenged with 
reconciling the cultural and family norms of behaviour (see Section 2.3.1) with the 
emerging demands of adolescence and the social groups. While abstinence could be an 
idealized behaviour, the influences and preferences of social groups or sexual partners 
become more important as they seek acceptance of their newly developed sense of 
belonging. Therefore, conforming to sexual abstinence does not resonate with the 
reality of the economic strategy and the shared social identity which serve as the basis 
for the receipt of effective support from peers or sexual partners. The young women 
had to deal with the consequences of losing parental support and often disregarded the 
risk of sexual behaviours because their economic and psychological well-being was more 
important as illuminated in Panel 3. As such, they pretended to be  ‘ĚŽŝŶŐƚŚĞƌŝŐŚƚƚŚŝŶŐ ?
like being abstinent from sexual relationships so as not to be seen as sexually active by 
family members and the service providers, conforming to social expectations; however, 
they covertly engaged in such relationships. Almost all service providers (Mr Hanuya, Ms 
Kando, Mrs Rwinu, Mr Mbalame, Mr Tayenda, Ms Mbenu, Mr Zidelu, Ms Benga, Mr 
DĂůŝĚŽ ? Dƌ WĂŵďĂ ? Dƌ <ŚĂŵďŝ ĂŶĚ DƌƐ EŐĂŶǇĂ ) ƌĞƉŽƌƚĞĚ ƚŚĂƚǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
discussions with them could not portray the true reflection about their sexual 
behaviour. Both service providers and caregivers were astonished with increased 
incidences of pregnancies among young women contrary to their expectations that HIV 
positive young women should abstain from sexual activities. For instance, Mwatitha, 
Tamando and Dalo indicated that they initiated sex as early as 12 years for sexual 
pleasure, companionship and financial gains Zaiwo, Fatsani and Tawina initiated sexual 
activity at the age of 14 years; Ziliwe and Chitsanzo engaged in sexual relationships at 
the age of 15 years; and Nane at 16 years old.  
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 “ ? ?ǇŽƵŵĂǇŶŽƚƵŶĚĞƌƐƚĂŶĚǁŚǇ /ĞŶŐĂŐĞĚ ŝŶ Ă ƐĞǆƵĂů ƌĞůĂƚŝŽŶƐŚŝƉ Ăƚ ƚŚĞ
age of 12. Though they (adults including my aunt) may not approve it but as I 
was growing, I had sexual desires, coupled with feeling lonely because I was 
ŝƐŽůĂƚĞĚŝŶŵǇƵŶĐůĞ ?ƐŚŽƵƐĞ ?/ needed someone to love me; my boyfriend was 
my companion. But I ensured that my uncle was not aware of our 
relationship, otherwise he could have whipped me as he did not expect me to 
ŚĂǀĞĂďŽǇĨƌŝĞŶĚĚĞƐƉŝƚĞŵǇĨĞĞůŝŶŐƐ ? ? ?DǁĂƚŝƚŚĂ ? ? ? ) 
 “/ǁĂƐƐŚŽĐŬĞĚƚŽdiscover that she (Mwatitha) has a boyfriend, I expected 
that she would abstain especially considering her positive status. 
^ƵƌƉƌŝƐŝŶŐůǇ ?ǁŚĞŶ/ǀŝƐŝƚĞĚƚŚĞĐĞŶƚƌĞ ? ? ?/ŚĞĂƌĚŽŶĞŽĨƚŚĞŐŝƌůƐĂůŵŽƐƚŽĨ
her age on a mobile phone, I believed she was talking to her boyfriend, 
 ‘ƉůĞĂƐĞ ƚĂŬĞ ĐĂƌĞ ĚŽ ŶŽƚ ŵŽǀĞ ŽƵƚ ǁŝƚŚ ŽƚŚĞƌ ŐŝƌůƐ ?/ love ǇŽƵ ? ? / ǁĂƐ
paralysed, these girls are engaging in sexual relationships; we expect 
ŝŵƉŽƐƐŝďŝůŝƚŝĞƐ ? ƚŚĞǇ ĂƌĞ ĞŶŐĂŐŝŶŐ ŝŶ ƐĞǆ ĂƐ ƚŚĞǇ ĂƌĞ ŐƌŽǁŝŶŐ ? ? ? (Mrs 
DĞƚĂŶŝ ?DǁĂƚŝƚŚĂ ?ƐĐĂƌĞŐŝǀer, 40) 
However, the young women  who engaged in sexual activities (Ziliwe, Nane, Mwatitha, 
Fatsani, Tawina Chitsanzo, Zaiwo, Tamando and Dalo) reported finding it difficult to 
collect condoms at the centres for fear of being discovered sexually active and due to 
feelings of embarrassment. Simultaneously, the service providers asserted that since the 
young women reported that they were not sexually active and were not collecting 
condoms, and that they found it difficult to discuss relevant sexual issues with them. In 
addition, they did not want to be perceived as coercing young women to initiate sexual 
activities especially when they considered their ages and the small stature of some of 
them, only to be shocked later seeing some of them pregnant, contrary to their 
expectation that the young women were abstaining from sex.  
  “tŚŝůĞǁĞǁĞƌĞƚŚŝŶŬŝŶŐƚŚĂƚƐŚĞ ?ĂŝǁŽ )ǁĂƐƐƚŝůůǇŽƵŶŐ ?ǁĞǁĞƌĞƐŚŽĐŬĞĚ
ƚŽƐĞĞŚĞƌƉƌĞŐŶĂŶƚŽƌĐŽƵůĚŝƚďĞďĞĐĂƵƐĞƐŚĞǁĂƐŶ ?ƚƐĂǇŝŶŐƚŚĞƚƌƵƚŚabout 
her sexual behaviour? WĞ ĐŽƵůĚŶ ?ƚ ĚŝƐĐƵƐƐ ǁŝƚŚ ŚĞƌ ƌĞůĞǀĂŶƚ ƐĞǆƵĂů ŝƐƐƵĞƐ ?
not even offering her condoms? But it was a wakeup call. We have realised 
that these young women pretend, they are not abstaining as we expect them 
to do; age and stature is not a determinant for sexual education. We should 
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keep on asking them if they are sexually active and offer SRH information 
ĂŶĚƐĞƌǀŝĐĞƐƚŽĂůů ? ? ?DƐĞŶŐĂ ?ĂŝǁŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
  “/ǁĂƐŝŶĂƐĞǆƵĂůƌĞůĂƚŝŽŶƐŚŝƉĂƚƚŚĞĂŐĞŽĨ ? ? ?/ŚĂĚƐĞǆƵĂůĚĞƐŝƌĞƐĂŶĚŚĞŝs 
the same young man responsible for my child; but I never collected condoms I 
ǁĂƐ ƐŚǇ ? ,Žǁ ĂďŽƵƚ ŵǇ ĂŐĞ ? >ŽŽŬŝŶŐ Ăƚ ŵǇ ŚĞŝŐŚƚ ? / ĐŽƵůĚŶ ?ƚ ĐŽůůĞĐƚ ƚŚĞ
ĐŽŶĚŽŵƐĂŶĚ/ƉƌĞƚĞŶĚĞĚŶŽƚƚŽďĞƐĞǆƵĂůĂĐƚŝǀĞ ? ?(Zaiwo, 19) 
DƌƐ DďĂůƵŵĞ  ?ŚŝƚƐĂŶǌŽ ?Ɛ ĐĂƌĞŐŝǀĞƌ ) ƌĞƉŽƌƚĞĚ ƚŚĂƚ ŚŝƚƐĂŶǌŽ ?Ɛ ŐĞŶĞƌĂů ŽƵƚůŽŽŬ ŽĨ
quietness and innocence was incongruent with her multiple sexual partnerships. She 
described Chitsanzo as  ‘ŶĚŝ ŶũŝŶŐĂ ?( ‘Ă ďŝĐǇĐůĞ ?) characterising her as a young woman 
dating a lot of men, including older and married men, despite spending most of her time 
in the home. This gave Mrs Mbalume the impression that possibly ŚŝƚƐĂŶǌŽ ?Ɛ sexual 
behaviour was attributed to their limited discussions on sexual issues or financial 
insecurity rather than just fulfilling her sexual needs, as evidenced by her two 
pregnancies.   
  “DǇ ĐŽŶĐĞƌŶ ǁŝƚŚ ŚĞƌ  ?ŚŝƚƐĂŶǌŽ ) ŚĂƐ ďĞĞŶ ƚŚĂƚ ? ǇŽƵ ǁŽƵůĚ ƚŚŝŶŬ ƐŚĞ ŝƐ Ă
ƋƵŝĞƚ ?ŐƵŝůƚůĞƐƐǇŽƵŶŐǁŽŵĂŶďƵƚ ŝŶƐĞĐƌĞƚ  ?ŶĚŝŶũŝŶŐĂ ? ?ĂďŝĐǇĐůĞ ) ?/ĐŽƵůĚŶ ?ƚ
tell that she engaged in sexual relationships as she was always seen around 
the house. Her poor choices; imagine including married men with children; I 
think it was for support than meeting her sexual desires, but we could not 
discuss ? ^ŚĞ ŚĂĚ ƚŚƌĞĞ ŬŶŽǁŶ ƌĞůĂƚŝŽŶƐŚŝƉƐ ? ƚŚĞǇ ĐŽƵůĚ ďĞŵŽƌĞ ? ? ?ŵĂǇ ďĞ
she was looking for support; this child was a second pregnancy, she aborted 
ƚŚĞĨŝƌƐƚƉƌĞŐŶĂŶĐǇ ? ? ?DƌƐDďĂůƵŵĞ ?ŚŝƚƐĂŶǌŽ ?ƐĐaregiver, 28) 
Both Tamando and Dalo also indicated that, as they were growing, they supplemented 
the money gained through the sales of cooked fresh groundnuts with money earned 
ƚŚƌŽƵŐŚ ƐĞǆƵĂů ƌĞůĂƚŝŽŶƐŚŝƉƐ ǁŝƚŚŽƵƚ ƚŚĞŝƌ ƉĂƌĞŶƚƐ ?ŬŶŽǁůĞĚŐĞ ? ŽƚŚ ƌĞƉŽƌƚĞĚ
pretending as if they were not sexually active, for they feared that their service 
providers and parents would not approve of their sexual behaviours for they felt they 
were still young. Tamando reported that initially her parents were not aware that she 
was dating Mr Mwendo, despite the financial support they were receiving from him. 
Later, Mr Mwendo intensified his support to the family and disclosed that he decided to 
assist Tamando so that she could concentrate on her studies rather than selling 
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groundnuts at the market. While the young women pretended not to be having sex, the 
parents and service providers reticently colluded in this, as they could not discuss with 
the young women about the sexual behaviours despite knowing that it might be taking 
place. Both the service providers and the parents turned a blind eye to consequences of 
such relationships, which exposed Tamando to her early marriage and child bearing at 
the age of 15 years. 
  “ ? ? ?ĂƐ / ǁĂƐ ŐƌŽǁŝŶŐ ƚŚĞ ŝŶƚŝŵĂĐǇ ǁŝƚŚ Śŝŵ  ?Dƌ DǁĞŶĚŽ ) ǁĂƐ ũƵƐƚ ƚŽŽ
strong; I could not resist it than fall in love with him. At age 12, I was already 
having sex with him. Initially, my parents were not aware of his sexual 
advances and my source of income, they just thought it was from the sales 
until when he personally told them of his support to me and he increased his 
ƐƵƉƉŽƌƚ ƚŽ ƚŚĞŵ ? ŵǇ ƉĂƌĞŶƚƐ ǁĞƌĞ ŶŽƚ ƐƵƐƉŝĐŝŽƵƐ ŽĨ ĂŶǇƚŚŝŶŐ ? ?(Tamando, 
17) 
However, there was a strong belief among service providers (Mr Hanuya, Ms Kando, 
Mrs Rwinu, Mr Mbalame, Mrs Tayenda, Ms Mbenu, Mr Pamba, Ms Benga, Mrs Khambi 
and Mrs Nganya) that as they were growing, young women were engaging in sexual 
activities but were not open to the service providers about these. The service providers 
believed that such behaviour deprived the young women of the relevant SRH 
information or/and services exposing them to risks like teenage pregnancies and 
secondary transmission as the service providers made efforts not to be seen as coercing 
the young women to access the condoms or contraceptives. 
 “ ?ƐŚĞ ?ŝůŝǁĞ )ǁĂƐƐƵĐŚĂƌŽůĞŵŽĚĞůŝŶŽƵƌƚĞĞŶĐůƵď ?ĞǀĞƌŚĂƉƉǇĂŶĚŶŽŽŶĞ
could tell that she had issues. I believe we missed her, only if thorough risk 
assesƐŵĞŶƚ ǁĂƐ ĚŽŶĞ ƉŽƐƐŝďůǇ ƐŚĞ ĐŽƵůĚŶ ?ƚ ŚĂǀĞ ďĞĞŶ ƉƌĞŐŶĂŶƚ ? ďƵƚ ŚĞƌ
usual response was deceiving, majority of female adolescents pretend not to 
be sexually active. With such behaviour, you fail to discuss 
ĐŽŶĚŽŵ ?ĐŽŶƚƌĂĐĞƉƚŝǀĞ ƵƐĞ ? ǇŽƵ ĚŽŶ ?ƚ ǁĂŶƚ ƚŚĞŵ ƚŽ ƚŚŝŶŬ that you are 
ƐƵŐŐĞƐƚŝŶŐƚŚĂƚƚŚĞǇƚƌǇŝƚ ? ?  ?Dƌ,ĂŶƵǇĂ ?ŝůŝǁĞ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
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 “ ? ?ǁŝƚŚƚŚĞŐŝƌůƐ ?ŝƚŝƐĚŝĨĨŝĐƵůƚƚŽĨŝŶĚƚŚĞƚƌƵƚŚĂďŽƵƚƚŚĞŝƌƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐ ?
am not sure whether it is a true reflection or are just not being honest on 
their sexual behaviours or they think they will be judged. Most of them 
ŝŶĐůƵĚŝŶŐ ŚĞƌ  ?WĞŶŝŶĂ ) ĂůǁĂǇƐ ƐĂǇ ?  ‘/ ĚŽ ŶŽƚ ŝŶĚƵůŐĞ ŝŶ ƐĞǆƵĂů ĂĐƚŝǀŝƚŝĞƐ ? ? ƐŽ
you are kind of being blocked to hold a detailed sexual discussion with them 
ďĞĐĂƵƐĞǇŽƵĚŽŶ ?ƚǁĂŶƚƚŽƐĞĞŵůŝŬĞƐĞŶĚŝŶŐƚŚĞŵŽƵƚƚŽŝŶŝƚŝĂƚĞƐĞǆ ? ?(Mrs 
ZǁŝŶƵ ?WĞŶŝŶĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
This section clearly shows that young women living with HIV tended to behave like HIV 
negative young women. This likely exposed them to various jeopardies as they strived to 
look as normal as their female counterparts, protect themselves from social isolation 
and losing their sources of support which could have negative impact on their self-
image. 
7.2.2 Being susceptible to peers pressure on sexual activities 
Young people are universally acknowledged to be particularly susceptible to peer 
influence. This study found that low socio-economic status, low self-image, minimal 
ƉĂƌĞŶƚĂůĐĂƌĞĂŶĚƐƵƉĞƌǀŝƐŝŽŶĨĂĐŝůŝƚĂƚĞĚǇŽƵŶŐǁŽŵĞŶ ?Ɛconformity to peer pressure to 
engage in early sexual debut and multiple sexual partnerships. Peer pressure was 
commonly implicated in many ĂĐĐŽƵŶƚƐ ŽĨ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƌŝƐŬ-taking, because most 
risky behaviours in which young women engaged took place in the company of peers. 
Most young women looked to a peer group for their models of how to dress, social 
activities, entertainment preferences and behavioural expectations. The increased 
importance of peers led the majority of young women to want to alter their behaviour 
in order to fit in a social group, because they cared more about what their peers 
thought of them and were likely to conform to behaviours of the group to avoid being 
rejected, hence downplaying the associated dangers upon their health. For instance, 
Mrs Zangawe reported that Zaiwo, with minimal parental supervision, initiated sexual 
activities under the influence of her peers without regard for the associated risks like 
teenage pregnancy and HIV transmission. She also perceived that Zaiwo admired her 
friends who were in sexual relationships to boost her self-worth which led to her early 
child bearing. 
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 “ůů ŚĞƌ ĨƌŝĞŶĚƐ ŚĂǀĞ ďĂďŝĞƐ ? ƐŽ ŝƚ ?Ɛ ŶŽƚ ƐƵƌƉƌŝƐŝŶŐ ƚŚĂƚ ƐŚĞ ŚĂƐ Ă ďĂďǇ ? /
believe she was doing what her friends were doing just to look like them, thus 
how she initiated sex that early; and it was difficult for me to follow her up as 
I have been out to my business while she was going to school with her friends 
ĂŶĚǁĞǁĞƌĞŵĞĞƚŝŶŐŝŶƚŚĞĞǀĞŶŝŶŐ ? ? ?DƌƐĂŶŐĂǁĞ ?ĂŝǁŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? )  
Fatsani also admired her friends including her young sister, who acquired basic and 
luxurious items through sexual relationships that made them look attractive. They 
engaged in sexual activities for financial and material gains thus promoting their self-
image despite the associated risks like teenage pregnancy.  
 “ ? ? ?ůŝŬĞŽƚŚĞƌŐŝƌůƐ/ŶĞĞĚďĞƚƚĞƌƉĂŶƚƐ ?ďŽĚǇůŽƚŝŽŶ ?ƐŽŵǇďŽǇfriend buys my 
needs; my younger sister has also a boyfriend who buys her needs; we do not 
ƌĞǀĞĂůĞĂĐŚŽƚŚĞƌ ?ƐƐĞĐƌĞƚƐƚŽŽƵƌŵƵŵ ?ďƵƚƐŚĞŝƐƉƌĞŐŶĂŶƚŶŽǁ ?Ăƚ ? ?ǇĞĂƌƐ )
and mum is not aware about it; she has not yet informed her, may be she is 
ĂĨƌĂŝĚ ? ? (Fatsani, 17) 
Caregivers (Mrs Botolo, Mr Zaneni, Mr Menda, Mrs Mbalume and Mrs Mwatipa) 
ĂĐŬŶŽǁůĞĚŐĞĚƚŚĞƐƚƌŽŶŐŝŶĨůƵĞŶĐĞŽĨƉĞĞƌƐŽŶǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐĂŶĚ
feelings of self-worth as exposing them to early sexual debut and child bearing.  
 “ ? ? ?ŚĞr (Ziliwe) challenge is the type of friends she has, all of them 
have unacceptable behaviours (prostitutes) so maybe she wanted to 
look like them that by age 15 she was already sleeping out with men; 
ŝƚ ?Ɛ ƉŽƐƐŝďůĞ ƚŚĂƚ ƐŚĞ ǁĂŶƚĞĚ ƚŽ ůŽŽŬ ůŝŬĞ ŚĞƌ ĨƌŝĞŶĚƐ ǁho put on nice 
ĐůŽƚŚĞƐĞĂƌŶĞĚƚŚƌŽƵŐŚĞŶŐĂŐŝŶŐŝŶƐĞǆƵĂůƌĞůĂƚŝŽŶƐŚŝƉƐ ? ? ?ŚĞƌƌĞǁĂƌĚ
ŝƐƚŚĞďĂďǇ ? ? ?DƌƐŽƚŽůŽ ?ŝůŝǁĞ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
EĞǀĞƌƚŚĞůĞƐƐ ? DƌƐ EŐĂŶǇĂ  ?ĂůŽ ?Ɛ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ) ĨĞůƚ ƚŚĂƚ ĂůŽ ƐƵĐĐƵŵďĞĚ ƚŽ ďŽƚŚ
peer and familial pressure to fit in the society and to meet the needs of the family 
respectively.  
 “^ŚĞ  ?ĂůŽ ) ŝƐ ŝŶĨůƵĞŶĐĞĚ ďǇ ŚĞƌ ĨƌŝĞŶĚƐwho are engaging in sexual 
relationships; at times I suspect the mother sends her to look for 
money, so that they can have something to eat in the home; her 
ƉĂƌĞŶƚƐĂƌĞŐĞŶĞƌĂůůǇƉŽŽƌ ? ? ?DƌƐEŐĂŶǇĂ ?ĂůŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
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^ŝŵŝůĂƌůǇ ? dĂŵĂŶĚŽ ?Ɛ ĐĂƌĞŐŝǀĞƌ ĂŶĚ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ?(Mr Mwendo and Mrs Khambi 
respectively) believed that Dalo, being the older sister, likely influenced Tamando, her 
younger sister to initiate sexual activities without regard for the associated dangers. 
They perceived that Tamando looked up to Dalo, who got married twice and engaged in 
multiple sexual partnerships for financial gains and luxurious items, hence promoting 
her self-image. Mrs Khambi believed that this exposed Tamando to early marriage, early 
child bearing and higher risk of becoming potential source of secondary transmission to 
her partner and the baby. 
 “^ŚĞ  ?damando) has an older sister who has a four year old child, she has 
been having multiple partners as means of survival; she was married more 
than twice. The younger sister was influenced by her (Dalo) to engage in 
sexual relationships; but she is in a stable marriage and she looks happy than 
ŚĞƌƐŝƐƚĞƌ ? ?  ?DƌƐ<ŚĂŵďŝ ?ĂůŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? )  
It is clear in this section that peer pressure influenced young women to engage in early 
sexual activities in order to fit in their social groups. 
7.3 Status disclosure to sexual partners 
Status disclosure to sexual partners was more complicated, especially if the main driving 
forces for establishing the relationship were emotional support and financial gains. The 
detailed presentation of findings on status disclosure to sexual partners in relation to 
ǇŽƵŶŐǁŽŵĞŶ ?ƐƐƚƌƵŐŐůĞƐƚŽĞarn a living is exemplified in Section 7.3.1. However, there 
was a strong belief among young women that disclosing their positive status would lead 
to loss of their sources of support. For example, Zaiwo kept her status a secret from her 
sexual partner for over two years for fear of having her relationship terminated, which 
she feared would mean the loss of her companion, her sense of belonging and source of 
self-worth as a young woman. In addition, she indicated that she was not sure about 
how to communicate with her partner about HIV.  
  “DǇƐĞǆƵĂůƉĂƌƚŶĞƌĚŝĚŶŽƚŬŶŽǁƚŚĂƚ/ǁĂƐ,/sƉŽƐŝƚŝǀĞ ?/ĚŝĚŶŽƚŬŶŽǁŚŽǁ
to inform him. But some of these boys are just too clever, if I had disclosed 
my status to him, could he not terminate the relationship? Am used being 
ǁŝƚŚŚŝŵ ?/ǁĂƐĂĨƌĂŝĚ ? ? ?(Zaiwo, 19) 
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ĂŝǁŽ ĨŽůůŽǁĞĚ ŚĞƌ ŵŽƚŚĞƌ ?Ɛ ůĞĂĚ ŝŶ ĐŽŶĐĞĂůŵĞŶƚ ŽĨŚĞƌ ƉŽƐŝƚŝǀĞ ƐƚĂƚƵƐ ƚŽ ŚĞƌ ƐĞxual 
partner for over two years. However, Mrs Zangawe perceived that if Zaiwo was to 
reduce the risk of transmitting the virus and re-infections, she had to disclose her status 
to her sexual partner. Giving Zaiwo a deadline of disclosing her status to the sexual 
ƉĂƌƚŶĞƌ ĐŽƵůĚ ƐŝŐŶŝĨǇ DƌƐ ĂŶŐĂǁĞ ?Ɛ ŚŝŐŚ ƌĞŐĂƌĚ ĨŽƌ ĂŝǁŽ ?Ɛ ůŝĨĞ ĂŶĚ ƚŚĞ ǀĂůƵĞ ƐŚĞ
upheld on the significance of disclosing the status to the sexual partner in order to adopt 
protective measures, with which Zaiwo reluctantly complied. 
 “/ŚĂǀĞďĞĞŶĂƐŬŝŶŐŚĞƌ ?ĂŝǁŽ )ŝĨƐŚĞŝŶĨŽƌŵĞĚŚĞƌƐĞǆƵĂůƉĂƌƚŶĞƌĂbout her 
ƐƚĂƚƵƐ ?ďƵƚŚĞƌƌĞƐƉŽŶƐĞǁĂƐ ‘ĐĂŶ/ŝŶĨŽƌŵŚŝŵƚŚĂƚ/ ĂŬĞZsƐ ? ?/ƚŽůĚŚĞƌ ?ŝĨ
she wanted to be in a sexual relationship, should disclose her status by 
month end or should go for blood testing together with her partner to 
protect each other. Am worried, is she not increasing her viral load, should I 
ůŽƐĞŚĞƌĂŐĂŝŶ ?^ŚĞŝƐƚŚĞŽŶůǇŽŶĞ/ŚĂǀĞ ? ?DƌƐĂŶŐĂǁĞ ?ĂŝǁŽ ?ƐĐĂƌĞŐŝǀĞƌ ?
48)       
The risks associated with secrecy toward ƐĞǆƵĂůƉĂƌƚŶĞƌƐǁĞƌĞĂůƐŽĞǀŝĚĞŶƚ ŝŶEĂŶĞ ?Ɛ ?
ĂŶĚ &ĂƚƐĂŶŝ ?Ɛ ĞǆƉƌĞƐƐŝŽŶƐof their sexual relationships. They reported experiencing 
termination of their relationships upon disclosure of their positive status to their sexual 
partners, as the partners attributed their positive status to promiscuous behaviours. 
The young women expressed concerns that termination of their sexual relationships 
affected their sexual identity. It created uncertainty about their social status and 
prospective marital status as young women. However, terminating the relationships 
before having their blood tested could signify that the male partners placed the 
responsibility of HIV positive status on their female partners, or illustrate the 
consequences of sexual power imbalances inherent in sexual relationships.  
 “ ? ?ǁŚĞŶ/ĚŝƐĐůŽƐĞĚƚŚĞƐƚĂƚƵƐƚŽŵǇďŽǇĨƌŝĞŶĚ ?ŚĞĐĂůůĞĚŵĞ ‘ĂƉƌŽƐƚŝƚƵƚĞ ?
and terminated the relationship before he even thought of having his blood 
tested. May be because I did not inform him about my status the time he 
proposed me as we have been having sex 1-2 times per week for two months; 
but we were using condoms throughout. This to me means that I will not 
have a boyfriend; every young man I inform about my status will be 
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ƚĞƌŵŝŶĂƚŝŶŐƚŚĞƌĞůĂƚŝŽŶƐŚŝƉƚŚŝŶŬŝŶŐƚŚĂƚ/ŚĂǀĞďĞĞŶƉƌŽŵŝƐĐƵŽƵƐ ? ?  ?EĂŶĞ ?
19) 
  “ ? ? ?I thought my first partner was very caring but when I disclosed my status 
to him, he shouted at me, called me all sorts of names and that was the end 
ŽĨ ŽƵƌ ƌĞůĂƚŝŽŶƐŚŝƉ ? ŝƐ ŝƚ ǁŽƌƚŚ ĚŝƐĐůŽƐŝŶŐ ŵǇ ƐƚĂƚƵƐ ? /ƚ ?Ɛ Ă ĐŚĂůůĞŶŐĞ ? ?/
thought he will have his blood tested as well. I have never disclosed to the 
other three partners; unless we visit the clinic together. ? (Fatsani, 17) 
The service providers, Mr Hanuya, Ms Kando, and Mr Zidelu acknowledged the risks 
associated with status disclosure for young women like termination of their relationship 
and loss of their sources of support. They believed that this made it difficult for the 
young women to comply with the guidance given. 
  “ ? ?ǁĞĞŵƉŚĂƐŝƐĞŽŶĚŝƐĐůŽƐƵƌĞŽĨƐƚĂƚƵƐƚŽƐĞǆƵĂůƉĂƌƚŶĞƌƐ ?ďƵƚƚŚĞǇŽƵŶŐ
women are in dilemma; majority engage in these relationships for support, 
so if they disclose their status thus risking loss of their support. Many of them 
have had their status publicised and sexual relationships terminated after 
disclosing the status to partners, so they fear repercussions. This has been 
very difficult to handle, but we still emphasise the need to disclose the status 
ĨŽƌ ƉĂƌƚŶĞƌƐ ƚŽ ŵĂŬĞ ŝŶĨŽƌŵĞĚ ĚĞĐŝƐŝŽŶƐ ? ? ?Dƌ ,ĂŶƵǇĂ ? ŝůŝǁĞ ?Ɛ ƐĞƌǀŝĐĞ
provider, 32) 
 “ ?ŵĂũŽƌŝƚǇŽĨƚŚĞƐĞŐŝƌůƐĞǀĞŶ ŝĨ ƚŚĞǇĂƌĞĂĚǀŝƐĞd to disclose their status to 
sexual partners, they keep their status a secret to them, like Fatsani had her 
ƌĞůĂƚŝŽŶƐŚŝƉ ƚĞƌŵŝŶĂƚĞĚ ƵƉŽŶĚŝƐĐůŽƐƵƌĞŽĨ ŚĞƌ ƐƚĂƚƵƐ ƐŽ ƐŚĞ ĚŽĞƐŶ ?ƚ ůŝŬĞ ƚŽ
ůŽƐĞƚŚĞƐƵďƐĞƋƵĞŶƚƉĂƌƚŶĞƌƐ ? ? ?DƌŝĚĞůƵ ?&ĂƚƐĂŶŝ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? 26)  
While Fatsani was more concerned with the previous experience with her first sexual 
partner and stood her grounds that she would still keep her status a secret to her 
consecutive partners for the fear of having the relationships terminated, Mrs Ndazi, her 
mother, was more concerned with legal implications if the partners discovered 
themselves that Fatsani was HIV positive.    
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 “/ ŬŶŽǁ ƐŚĞ ŵĂǇ ŶŽƚ ĚŝƐĐůŽƐĞ ŚĞƌ ƐƚĂƚƵƐ ƚŽ ŚĞƌ ƐĞǆƵĂů ƉĂƌƚŶĞƌƐ ďƵƚ / ŚĂǀĞ
always told her its dangers, we may be sued if she does not disclose her 
status and infect her partners. Personally, I feel she better get someone who 
is already infected so that they disclose their status to each other without 
any challenge ? ?(Mrs Ndazi, Fatsani, caregiver, 41) 
Mrs Metani, Mrs Mbalume and Mrs Zangawe shared their views with Mrs Ndazi of 
advising their children to disclose their status to sexual partners in order to protect the 
young women and their families from having a bad reputation, social isolation and legal 
implications in anticipation of the partners discovering that the young women were HIV 
positive. ^ƵƌƉƌŝƐŝŶŐůǇ ?ƚŚĞƌĞǁĂƐƐŝůĞŶĐĞŽŶŵĂůĞ ?ƐƌĞƐƉŽŶƐŝďŝůŝƚǇŝŶƐƚĂƚƵƐĚŝƐĐůŽƐƵƌĞ ?The 
caregivers who emphasised on status disclosure being women themselves, which 
implies how they valuĞĚǁŽŵĞŶ ?Ɛresponsibility in communicating HIV positive status to 
male partners, which signifies gender power imbalances in responsibility over sexual 
issues. 
  “ ? ? ‘ĂŵĂŶǆŝŽƵƐ ŝĨ ƐŚĞŚĂƐĂn HIV negative boyfriend, will he not publicise 
her status or implicate us legally? I feel getting someone who is HIV negative 
without disclosing the status is a crime or will he not terminate the 
relationship upon discovering that she is HIV positive? Will that not tarnish 
ŽƵƌŝŵĂŐĞĂƐĂĨĂŵŝůǇ ?ďƵƚ/ŚĂǀĞŶŽĂŶƐǁĞƌƐƚŽŚĞƌƋƵĞƐƚŝŽŶƐ ? ‘ĚŽĞƐŝƚŵĞĂŶ
that being HIV positive, I should not be in love? Should my status be 
publicised for me to be loved? Is that not stigmatizing? Did I choose to be HIV 
ƉŽƐŝƚŝǀĞ ? ? ? ?DƌƐDĞƚĂŶŝ DǁĂƚŝƚŚĂ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
 
However, the young women had their own valid reasons for not complying with their 
ĐĂƌĞŐŝǀĞƌƐ ?ƌĞĂƐŽŶŝŶŐŽĨĚŝƐĐůŽƐŝŶŐƚŚĞŝƌƐƚĂƚƵƐƚŽƐĞǆƵĂůƉĂƌƚŶĞƌƐ ?ƐĞĞWĂŶĞů ? ) ?
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Panel 4:  Chitsanzo 19 years 
Chitsanzo is the last born child in the family of five children. She lost both parents at the age of 
nine years. After death of her mother, Chitsanzo was living with her oldest sister. She described 
her life with her older sister as terrible possibly because she was marginalised and treated 
ĚŝĨĨĞƌĞŶƚůǇ ĨƌŽŵ ƚŚĞ ŽƚŚĞƌ ĐŚŝůĚƌĞŶ ?  “ QůŝĨĞ ǁŝƚŚ ŵǇ ŽůĚĞƌ ƐŝƐƚĞƌ ǁĂƐ Ă ŶŝŐŚƚŵĂƌĞ ? / ǁĂƐ ŶŽƚ
ƌĞŐĂƌĚĞĚ ĂƐ Ă ŚƵŵĂŶ ďĞŝŶŐ ďƵƚ ƌĂƚŚĞƌ Ă ďƵƌĚĞŶ ? ? ,Ğƌ ƐŝƐƚĞƌĨŽƵŶĚ ŝƚ ĚŝĨĨŝĐƵůƚ ƚŽ ĐŽŶĐĞĂů
ŚŝƚƐĂŶǌŽ ?Ɛ ƐƚĂƚƵƐ ďĞĐĂƵƐĞ ŽĨ ŚĞƌ ǀŝƐŝďle HIV marks. She felt not loved and accepted in her 
ƐŝƐƚĞƌ ?Ɛ ĨĂŵŝůǇ P  “ŵǇ ŽůĚĞƌ ƐŝƐƚĞƌ ŶĞǀĞƌ ůŽǀĞĚ ŵĞ ? ƵŶƚŝů ǁŚĞŶ / ŵŽǀĞĚ ƚŽ ůŝǀĞ ǁŝƚŚ ŵǇ ǇŽƵŶŐĞƌ
ƐŝƐƚĞƌ ?DƌƐDďĂůƵŵĞ )ƚŽƌĞƉĞĂƚƚŚĞĐůĂƐƐ ? ?ŚŝƚƐĂŶǌŽĨĞůƚDƌƐ ďĂůƵŵĞůŽǀĞĚŚĞƌ ?ďƵƚƐŚĞĐŽƵůĚ
not afford to provide for her basic survival needs. Instead, Chitsanzo, non-teen club participant 
engaged in sexual relationships with multiple partners; however she struggled with status 
disclosure.   
 
ŚŝƚƐĂŶǌŽ ?Ɛ ŝŶŝƚŝĂů ƐĞǆƵĂů ƌĞůĂƚŝŽŶƐŚŝƉ ǁĂƐ ǁŝƚŚ Ă ŵĂƌƌŝĞĚ ŵĂŶ  ?ďŝĐycle taxi driver) who was 
ƉƌŽǀŝĚŝŶŐĨŽƌŚĞƌŶĞĞĚƐ ? “/ǁĂƐŝŶĂƌĞůĂƚŝŽŶƐŚŝƉǁŝƚŚĂŵĂƌƌŝĞĚŵĂŶ ?ŚĞǁĂƐĂďŝĐǇĐůĞĚƌŝǀĞƌ ?ďƵƚ
ŚŽǁ ĂďŽƵƚ ŵǇ ƐƚĂƚƵƐ ? ,Žǁ ĐŽƵůĚ / ĚŝƐĐůŽƐĞ ŵǇ ƐƚĂƚƵƐ ǁŚĞŶ / ĚĞƐƉĞƌĂƚĞůǇ ŶĞĞĚĞĚ ƐƵƉƉŽƌƚ ? ?
Chitsanzo could not negotiate for condom use because she did not disclose her status; instead 
ƐŚĞƐƵĐĐƵŵďĞĚƚŽŚĞƌƉĂƌƚŶĞƌ ?ƐĚĞĐŝƐŝŽŶƐĂŶĚĐŚŽŝĐĞƐǁŚŝĐŚůĞĚƚŽƚĞĞŶĂŐĞƉƌĞŐŶĂŶĐǇ ?ƵƚƚŚĞ
pregnancy was aborted (at three months) at a private clinic because her partner was afraid of his 
wife and wantĞĚƚŽƉƌĞƐĞƌǀĞŚŝƐŵĂƌƌŝĂŐĞ ?ĐůĞĂƌůǇƚŚĞŶĞǁƐŽĨŚŝƚƐĂŶǌŽ ?ƐƉƌĞŐŶĂŶĐǇĐŽƵůĚŚĂǀĞ
jeopardised his marital relationship with his official wife). However, within six months, Chitsanzo 
became pregnant again with another married man (a tailor), but the man denied the caring 
ƌĞƐƉŽŶƐŝďŝůŝƚǇ ?  “,ŽǁĐŽƵůĚ / ůŝǀĞĂƐĂǇŽƵŶŐǁŽŵĂŶǁŝƚŚŽƵƚƐƵƉƉŽƌƚ ? / ĨŽƵŶĚĂ ƚĂŝůŽƌ ?ďƵƚŚŽǁ
could I tell him about my status? Will he not terminate the relationship? I needed support so I 
ƉƌĞƚĞŶĚĞĚ / ǁĂƐ Ă  ‘ŶŽƌŵĂů ǇŽƵŶŐ ǁŽŵĂŶ ?  ?,/s ŶĞŐĂƚŝǀe) but without condoms I became 
ƉƌĞŐŶĂŶƚ ĂŐĂŝŶ ? ŚĞ ƌĞĨƵƐĞĚ ƚŽ ŵĂƌƌǇ ŵĞ ? ? ƚ Ɛŝǆ ŵŽŶƚŚƐ ŐĞƐƚĂƚŝŽŶ ? ŚĞƌ ƐĞĐŽŶĚ ƉƌĞŐŶĂŶĐǇ ǁĂƐ
adopted by a young man (waiter), which is unusual in Malawi. Chitsanzo reported experiencing 
unprotected sex with her husband as she could not negotiate for condom use since she was 
ƵŶĂďůĞ ƚŽĚŝƐĐůŽƐĞŚĞƌƐƚĂƚƵƐ ?  “,ĞŵĂƌƌŝĞĚŵĞĚĞƐƉŝƚĞŵǇƉƌĞŐŶĂŶĐǇ ?ďƵƚƐŚŽƵůĚ /ĚŝƐĐůŽƐĞŵǇ
ƐƚĂƚƵƐ ?tŚŽǁŝůůƐƵƉƉŽƌƚŵĞ ? ?DƌƐDďĂůƵŵĞǁŝƐŚĞĚŚŝƚƐĂŶǌŽŚĂĚĚŝƐĐůŽƐĞĚŚĞƌƐƚĂƚƵƐƚŽŚĞƌ
husband for fear of leŐĂůŝŵƉůŝĐĂƚŝŽŶƐ P “ǁŝůůŚĞƌŚƵƐďĂŶĚŶŽƚƐƵĞƵƐŝĨŚĞĚŝƐĐŽǀĞƌƐƚŚĂƚƐŚĞŝƐ,/s
ƉŽƐŝƚŝǀĞ ?/ǁŝƐŚĞĚŚĞǁĂƐĂǁĂƌĞŽĨŚĞƌƐƚĂƚƵƐ ? ?ŚŝƚƐĂŶǌŽǁĂƐŵŽƌĞĐŽŶĐĞƌŶĞĚǁŝƚŚŵĞĞƚŝŶŐŚĞƌ
basic needs, financial security and securing a safe place and these were the driving forces to her 
status non-disclosure to her husband. She had lived with her husband for over six months 
ǁŝƚŚŽƵƚĚŝƐĐůŽƐŝŶŐŚĞƌƐƚĂƚƵƐĂŶĚƚŚĞŝƌďĂďǇǁĂƐƚŚƌĞĞŵŽŶƚŚƐŽůĚ P “ŽǀĞƌƐŝǆŵŽŶƚŚƐŶŽǁ ?ŚĞŝƐ
still not aware of my status;  if am divorced who will care for me and the baby? He loves us; 
ĂůǁĂǇƐ/ǁĂŝƚƵŶƚŝůŚĞŐŽĞƐƚŽǁŽƌŬƚŽƚĂŬĞŵǇZsƐĂŶĚŐŝǀĞƚŚĞďĂďǇŚĞƌĂĐƚƌŝŵ ? ?
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7.3.1 Status disclosure vis-à-vis struggles to earn a living 
Safer sexual practices were advocated for among the infected young women by the 
service providers, not only to prevent secondary transmission of HIV but also to avoid 
exposure to and possible infection with other sexually transmitted infections. The 
discloƐƵƌĞ ŽĨ ŽŶĞ ?Ɛ ,/s ƐƚĂƚƵƐ ĂŶĚ ƚŚĞ ƵƐĞ ŽĨ ĐŽŶĚŽŵƐ ďĞĐĂŵĞ ƚŚĞ ƉƌŝŵĂƌǇ
consideration in sexual relationships. However, these are difficult actions to execute 
and may be fraught with anxiety, fear and even danger as the young women engaged in 
sexual activities for survival needs or financial gains. As shown in the previous chapter, 
the majority of young women often had to survive independently due to lack of adult 
support networks. In the face of the acknowledged, very real, dangers some young 
women were forced through circumstances like economic pressures and some social 
values not to disclose their HIV positive status. How the young women actively chose to 
engage in behaviours described as risky by adults or caregivers/service providers for 
financial gains and to promote self-ǁŽƌƚŚǁĂƐĞǀŝĚĞŶƚ ŝŶǇŽƵŶŐǁŽŵĞŶ ?Ɛ ƐƚƌƵŐŐůĞƐ ƚŽ
earn a living, resistance to authority and their increasing control and autonomy (see 
Panel 4). While the young women downplayed the dangers associated with such 
behaviours, adults or caregivers/service providers perceived that the behaviours were 
ƌŝƐŬǇĂƐĐŽƵůĚŶĞŐĂƚŝǀĞůǇĂĨĨĞĐƚƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐŚĞĂůƚŚŽƌǁĞůů-being. 
   “ ? ?ƐŚĞ ĞŶŐĂŐĞƐ ŝŶ ƐĞǆ ůŝŬĞ ĂŶǇ ŽƚŚĞƌ ǇŽƵŶŐ ǁŽŵĂŶ ƚŽĞĂƌŶ ŵŽŶĞǇ ? ĂƐ Ă
parent you are so concerned about her positive status; has she disclosed it? 
^ŚŽƵůĚ ƐŚĞ ŐĞƚ ƐŝĐŬ ĂŐĂŝŶ ? ,Žǁ ĚŽ / ĐŽŶǀŝŶĐĞ ŚĞƌ ĂďŽƵƚ Ăůů ƚŚĞƐĞ ? ? ?       
 ?DƌƐEĚĂǌŝ ?&ĂƚƐĂŶŝ ?ƐĐĂƌĞŐŝǀĞƌ ? ? )
On the other hand, a number of caregivers (Mrs Botolo, Mr Zaneni, Mrs Mwatipa, and 
Mr Menda) turned a blind eye to young woŵĞŶ ?Ɛsexual activities for financial gains as 
ƚŚĞǇ ǁĞƌĞ ƵŶĂďůĞ ƚŽ ŵĞĞƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ďĂƐŝĐ ƐƵƌǀŝǀĂůŶĞĞĚƐ ďĞĐĂƵƐĞ ŽĨ ƚŚĞŝƌ ŽǁŶ
gaps in finances, support structures or relatively young age.  
  “,Ğƌ  ?dĂŵĂŶĚŽ ?Ɛ ) ƉĂƌĞŶƚƐ ĂƌĞ ƉŽŽƌ ? ĂŶĚ ƚŚĞǇ ĂƌĞ ŶĞǀĞƌ ƐƵƐƉŝĐŝŽƵƐ ŽĨ ƚŚĞŝƌ
ĚĂƵŐŚƚĞƌƐ ? ĂĐƚŝŽŶƐ ? ǁŚŝůĞ / ǁĂƐ ƐƵƉƉŽƌƚŝŶŐ ŚĞƌ  ?dĂŵĂŶĚŽ ) ƚŽ ŐĞƚ ďĂĐŬ ƚŽ
school, I was very disappointed to see her parents happy seeing her older 
sister (Dalo) bringing cash home without cautioning her on dangers of such 
behaviour; could it be because they had no other means of survival ?/ĚŝĚŶ ?ƚ
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want her (Tamando) to do that, I loved her so much, thus why when my plan 
of sending her back to school failed, I opted to take her for a wŝĨĞ ? ?            
 ?DƌDǁĞŶĚŽ ?dĂŵĂŶĚŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
ZĞĨůĞĐƚŝŶŐŽŶDƌDǁĞŶĚŽ ?ƐĂĐĐŽƵŶƚ ?ŝƚŝƐmore complex, though it seems he had taken 
ĂĚǀĂŶƚĂŐĞŽĨdĂŵĂŶĚŽ ?ƐůŽǁƐŽĐŝŽ-economic status to control their sexual relationship. 
There was strong belief that the inabilities of the caregivers to provide for young 
ǁŽŵĞŶ ?Ɛ ďĂƐŝĐ ƐƵƌǀŝǀĂů ŶĞĞĚƐinduced the latter to develop intimate and supportive 
relationships with male partners for financial gains, hence promoting their self-image as 
young women. A number of young women, Ziliwe, Nane, Fatsani, Chitsanzo, Tawina, and 
Dalo, including Tamando, indicated that they engaged in male relationships for support, 
apart from fulfilling their sexual desires, and had to keep their status a secret to their 
sexual partners to maintain their relationships and source of support. For instance, 
Tamando reported developing a supportive relationship with Mr Mwendo (her 
caregiver), who had been providing for her family throughout her adolescence period. 
Tamando described Mr Mwendo as very understanding, affectionate and supportive as 
he provided for her basic survival needs including those of her parents (rentals and 
utility bills). HoweǀĞƌ ?dĂŵĂŶĚŽ ?ƐĂŶĚŚĞƌĨĂŵŝůǇ ?Ɛdependence on Mr Mwendo seemed 
to provide him with position of control and limited dĂŵĂŶĚŽ ?Ɛdecision making power 
on sexual issues. Interestingly, despite the increased support, Tamando still had to keep 
her status a secret to Mr Mwendo for fear of losing her source of support until he 
discovered on his own.  
 “,Ğ ?DƌDǁĞŶĚŽ )ŚĂƐďĞĞŶǀĞƌǇŬŝŶĚƚŽŵĞ ?ŝŶŝƚŝĂůůǇŚĞǁĂƐŶŽƚĂǁĂƌĞŽĨŵǇ
positive HIV status until one day when I was coming from the centre that he 
took my health passport book to check why I visited the hospital; when he 
saw CD4 count, he was shocked and decided to ask his doctor friend, who 
confirmed that I was HIV positive. His immediate reaction was a week of 
silence but later he bounced back on me, and I was very excited having him 
ďĂĐŬ ? ? (Tamando, 17) 
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By making up for the lost adult support through paid sex, some young women had their 
sexual debut at an early age with older men. For example, dĂŵĂŶĚŽ ?ƐĨƵůůĚĞƉĞŶĚĞŶĐĞ
on Mr Mwendo for support resulted in initiating sex at the age of 12 years with Mr 
Mwendo, who was 23 years by then. However, Tamando, Ziliwe, Tawina, Chitsanzo and 
Dalo perceived that their sexual autonomy was limited by their young age and the 
support they gained from their sexual partners. This made it difficult for them to deny 
ƚŚĞŝƌƉĂƌƚŶĞƌƐ ?ƐĞǆƵĂůĚĞŵĂŶĚƐĂŶĚĐŚŽŝĐĞƐŽƌĚŝƐĐůŽƐĞƚŚĞŝƌ HIV positive status, hence 
negotiating for safer sex could have endangered their source of income and relationship 
with their partners. Thus, it provided their sexual partners with positions of control and 
ƚŚĞǇŚĂĚƚŽƐƵĐĐƵŵďƚŽƉĂƌƚŶĞƌƐ ?ĚĞƐŝƌĞƐ ŝŶŽƌĚĞƌƚŽŵĂŝŶƚĂŝŶƚŚĞƌĞůĂƚŝŽŶƐŚŝƉƐ ?ǁŚŝĐŚ
exposed them to potential of transmitting the HIV, early marriages and unwanted 
pregnancies.  
  “My father ĚŽĞƐŶ ?t earn enough to suffice our basic needs as a family. He 
(Mr Mwendo) has been supporting me since age 10, he had a shop and a 
house and having nothing to show my gratitude for his kindness, I felt like 
paying in kind (exchanging his kindness with sex) particularly when he 
demanded it; I could go to his shop or at times to his house but the issue was 
how could I tell him about my status? If he knew my status, I felt like losing 
my SACCO (Savings and Credit Cooperative  W a money lending agency in 
Malawi); how about transmitting the virus to him? I conceived, how about 
ŵǇďĂďǇ ? ? (Tamando, 17) 
ƌĂǁŝŶŐĨƌŽŵdĂŵĂŶĚŽ ?ƐĂĐĐŽƵŶƚ ?ŝƚƐĞĞŵĞĚƐŚĞŝŶƚĞŶƚŝŽŶĂůůǇŵĂĚĞŚĞƌƐĞůĨĂǀĂŝůĂďůĞƚŽ
Mr Mwendo in order to maintain her source of income and support. From this 
perspective, fear of termination of her relationship with Mr Mwendo was associated by 
her with loss of her financial support hence status quo was a major reported barrier to 
her HIV status disclosure. ,ŽǁĞǀĞƌ ?DƌƐ<ŚĂŵďŝ ?dĂŵĂŶĚŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ )ƉĞƌĐĞŝǀĞĚ 
that the age gap between Tamando and Mr Mwendo limited Tamando ?Ɛcapacity to 
negotiate for condom use, in addition to the material basis of the relationship, putting 
her at several risks including early child bearing which could likely lead to poor sexual 
and reproductive health outcomes. 
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 “ ? ? ? ?I suspect that lack of basic needs thus what made her get into early 
marriage. She was being advised to negotiate for condom use to avoid 
pregnancy complications with her age. But being young with an older 
partner, coming from a poor family, I feel it was difficult for her, she might 
have been looking for support ? ?  ?DƌƐ<ŚĂŵďŝ ?dĂŵĂŶĚŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ?
53) 
Mr Mwendo reported acknowledging that he was at risk of HIV infection and social 
isolation, which included risking his relationship with his mother and significant others 
ĨŽƌ dĂŵĂŶĚŽ ?Ɛ ƐĂŬĞ ? ,ŽǁĞǀĞƌ, he believed that he had a God-given obligation over 
dĂŵĂŶĚŽ ?ƐůŝĨĞ, despite his HIV negative status, hence he accepted to share the stigma 
or be discredited by her HIV positive status.   
 “/ ŬŶŽǁ  ‘ŵŽǇŽ ǁĂŶŐĂ Ƶůŝ ƉĂ ĐŚŝƐǁĞ ?  ? ‘my life ŝƐ Ăƚ ƌŝƐŬ ?), I married her 
because I feel pity for her poor background and I just feel God entrusted me 
with her caring responsibility. I love her though I realised that she is HIV 
ƉŽƐŝƚŝǀĞ ?/ĚŽŶ ?t want her to engage into prostitution in search of support. I 
test my blood every six months and am still HIV negative; if my mother and 
brothers know about her status, they would bĞ ŵĂĚĂƚŵĞ ? ?(Mr Mwendo, 
dĂŵĂŶĚŽ ?ƐĐaregiver, 28) 
While Tamando engaged in a stable relationship with Mr Mwendo, Ziliwe, Tawina 
Chitsanzo and Dalo engaged in multiple sexual partnerships with older and married 
partners for financial gains, risking re-infections, hence ill-health secondary to increased 
viral load. However, Dalo reported encountering several misfortunes, including divorce 
by her second husband after being discovered to be HIV positive, as she struggled to 
secure her financial support (see Panel 5). 
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Panel 5: Dalo, 19 years old 
ĂůŽŝƐƚŚĞŽůĚĞƐƚĐŚŝůĚŝŶĂĨĂŵŝůǇƐŚĞĚĞƐĐƌŝďĞĚĂƐ ‘ƉŽŽƌ ? ?/ŶĂƐŝƚƵĂƚŝŽŶǁŚĞƌĞŚĞƌĨĂƚŚĞƌǁŽƌŬƐĂƐ
ĂŐƵĂƌĚĂŶĚƚŚĞƐŽůĞďƌĞĂĚǁŝŶŶĞƌ ?ĂůŽĨĞůƚ ƚŚĞŶĞĞĚƚŽĂƐŝƐƚŚĞƌĨĂŵŝůǇ ĨŝŶĂŶĐŝĂůůǇ ?   “/ŚĂĚƚŽ
ůŽŽŬĨŽƌŵĞĂŶƐŽĨƐƵƌǀŝǀĂůĂƐĂŶŽůĚĞƌĐŚŝůĚ ? ?ĂůŽĞŶgaged in multiple sexual partnerships with 
older and married partners to secure funds but she kept her status a secret to maintain her 
ƐŽƵƌĐĞ ŽĨ ƐƵƉƉŽƌƚ ?  “/ ŚĂĚ ƚǁŽ ƐĞǆƵĂů ƉĂƌƚŶĞƌƐ- one was married, both were not aware of my 
status. I had both protected aŶĚƵŶƉƌŽƚĞĐƚĞĚƐĞǆǁŝƚŚƚŚĞŵ ?ƚŚĞǇǁĞƌĞƐƵƉƉŽƌƚŝŶŐŵĞ ? ?,ŽǁĞǀĞƌ ?
Dalo was impregnated and was taken for a second wife at the age of 15. She believed that her 
burdens would be taken care of, because her husband was also supporting her parents but two 
years later the husband died of HIV related illness. Dalo has a four year old daughter, who tested 
,/sƉŽƐŝƚŝǀĞĂƚƐŝǆŵŽŶƚŚƐŽůĚ P “/ĐŽŶĐĞŝǀĞĚ ?ĂŶĚ/ǁĂƐƚĂŬĞŶĨŽƌĂƐĞĐŽŶĚǁŝĨĞďƵƚ/ůŽƐƚŚŝŵƚŽƚŚŝƐ
disease; my child is a victim of my efforts of looking for sƵƉƉŽƌƚ ?ƐŚĞŝƐŽŶZsƐ ? ? 
After death of her husband, Dalo lived with her parents but was finding it difficult to secure her 
ďĂƐŝĐ ƐƵƌǀŝǀĂů ŶĞĞĚƐ ĂŶĚ ƚŚĂƚ ŽĨ ŚĞƌ ĐŚŝůĚ ?  “tŚĞŶ / ůŽƐƚ ŵǇ ŚƵƐďĂŶĚ ? / Ɛƚŝůů ŶĞĞĚĞĚ ƐƵƉƉŽƌƚ ? ?
Hence, she started selling groundnuts at the market again. Since the cash earned from the sales 
was insufficient to meet the needs of her family, Dalo engaged in multiple sexual partnerships to 
supplement her income. Dalo indicated that she did not disclose her status to her partners 
(customers) for it was not her intention to have sexual intimacies with them, but because she was 
often asked to keep the change from a business transaction or some could offer her money and 
food to eat, it was difficult for her to refuse their sexual advances. ThĞƐƉĞĐŝĂůŽĨĨĞƌƐůŝŵŝƚĞĚĂůŽ ?Ɛ
sex autonomy and made it difficult for her to negotiate for safer sex when her customers 
demanded sex in exchange. Dalo became pregnant again by a man who divorced her after 
discovering that she was HIV positive. Dalo felt that her pregnancy was an added burden to her 
ƉĂƌĞŶƚƐ ? ŚĂƌĚ ĞĂƌŶĞĚ ƌĞƐŽƵƌĐĞƐ ? /ŶƚĞƌĞƐƚŝŶŐůǇ ? DƌƐ DǁĂƚŝƉĂ  ?ĂůŽ ?Ɛ ŵŽƚŚĞƌ ĂŶĚ ĐĂƌĞŐŝǀĞƌ )
ĚĞƐĐƌŝďĞĚ ĂůŽ ?Ɛ ƉƌĞŐŶĂŶĐŝĞƐ ĂƐ ĂŶ ŽƵƚĐŽŵĞ ŽĨ ƐĞǆƵĂů ĂďƵƐĞ ďǇ ŵĂƌƌŝĞĚ ŵĞŶ ? ǁŚŽ ƚŽŽŬ
ĂĚǀĂŶƚĂŐĞŽĨĂůŽ ?ƐĂŐĞ ?ŝŶĨĞƌŝŽƌƉŽƐŝtion (a minor) and her low socio-economic status to advance  
ƚŚĞŝƌƐĞǆƵĂůĂŵďŝƚŝŽŶƐ ? “^ŝŶĐĞƐŚĞŝƐǇŽƵŶŐ ?ǁŚĞŶŐŽŝŶŐƚŽƐĐŚŽŽůŵĂƌƌŝĞĚŵĞŶǁĞƌĞƌĂƉŝŶŐŚĞƌŝŶ
ĞǆĐŚĂŶŐĞ ĨŽƌ ŵŽŶĞǇ ? ? ĂůŽ ?Ɛ ƐĞĐŽŶĚ ĐŚŝůĚ ĚŝĞĚ ŽĨ ,/s ƌĞůĂƚĞĚ ŝůůŶĞƐƐ Ăƚ ƚŚĞ ĂŐĞ ŽĨ ƚĞŶ ŵŽŶƚŚƐ ?
Dalo is living with a fourth sexual partner, who is not aware of her positive status. However, there 
ǁĂƐĂƐŚĂƌƉĚŝƐĐƌĞƉĂŶĐǇďĞƚǁĞĞŶĂůŽ ?ƐĂŶĚDƌƐDǁĂƚŝƉĂ ?ƐĂĐĐŽƵŶƚĐŽŶĐĞƌŶŝŶŐƐƚĂƚƵƐĚŝƐĐůŽƐƵƌĞ
ƚŽĂůŽ ?ƐĨŽƵƌƚŚŚƵƐďĂŶĚǁŚŝĐŚĐŽƵůĚƐŝŐŶŝĨǇĂĐŽůůĞĐƚŝǀĞĐŽůůƵƐŝŽŶƚŽŵĂŝŶƚĂŝŶĨĂĐĞŽƌƚŚĞĨĂŵŝůǇ ?Ɛ
reputation. While Dalo had kept her status a secret as she was more concerned with securing 
ĨŝŶĂŶĐŝĂůƐƵƉƉŽƌƚŝŶĐůƵĚŝŶŐƚŚĂƚŽĨŚĞƌĨĂŵŝůǇ ? “/ŚĂǀĞŶŽƚĚŝƐĐůŽƐĞĚŵǇƐƚĂƚƵƐƚŽŚŝŵ ?ǁŝůůŚĞŶŽƚ
divorce me? Who will providĞĨŽƌŽƵƌŶĞĞĚƐŝŶĐůƵĚŝŶŐŵǇƉĂƌĞŶƚƐ ? ?DƌƐDǁĂƚŝƉĂŝŶĚŝĐĂƚĞĚƚŚĂƚ
ĂůŽ ?ƐŚƵƐďĂŶĚǁĂƐĂǁĂƌĞŽĨŚĞƌƐƚĂƚƵƐ ? “,ĞƌŚƵƐďĂŶĚŬŶŽǁƐĂďŽƵƚŚĞƌƐƚĂƚƵƐ Q Q ? ? ? 
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Similarly, lack of finances was cited as a driving force for Tawina and Zaiwo to engage in 
unprotected sex, risking HIV transmission and/or teenage pregnancies at an expense of 
their optimal health outcomes. They acknowledged the risks and expressed strong 
desire to protect their partners from the infection but they lacked finances to purchase 
condoms from the shops, despite not disclosing their HIV positive status. They both 
expressed feeling embarrassed to collect condoms from the centre for fear of being 
judged sexually active or being laughed at by peers if seen carrying condoms as they 
could not afford handbags to hide condoms like their peers. 
 “hƐĞŽĨ condoms depended on availability of money to buy them from shops, 
if no money, we do it plain (unsafe sex). I have had five sexual partners 
consecutively from 2008 to 2012; they are not aware of my status. Some 
were older than me, two were married; I took the risk because sometimes 
they ŐŝǀĞŵĞŵŽŶĞǇƚŽďƵǇĐůŽƚŚĞƐ ?/ĚŽŶ ?ƚǁĂŶƚƚŽƉĂƐƐŽŶƚŚĞǀŝƌƵƐ ?money 
is a challenge; usually I have unprotected sex three days after menstruation 
because am sure that I cannot become pregnant and my partners are happy 
to have sex without a condom. I wished we had money always, my friends 
could hide condoms in their hand bags but /ĚŽŶ ?ƚŚĂǀĞ, so if girls see me with 
condoms could laugh at me; but alƐŽ / ĚŽŶ ?ƚ ǁĂŶƚ ƚŽ ďĞ ƐĞĞŶ ĂƐ ƐĞǆƵĂůůǇ
ĂĐƚŝǀĞďǇŵǇƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ?(Tawina, 18) 
The majority of both caregivers and young women have shown that they were struggling 
to earn a living. For the young women, it is evident that some engage in risky activities 
with both older and married men for personal and financial security. This exposed them 
to potential of transmitting the virus to their sexual partners and prospective babies 
while they increased their viral load risking ill-health. 
7.4 Female gender and decision making challenges 
Apart from fulfilling sexual desires and promoting self-worth, the male relationships and 
economic dependence on men increased the likelihood that young women submitted to 
unsafe practices like unprotected sex as a surety againsƚĂďĂŶĚŽŶŵĞŶƚ ?zŽƵŶŐǁŽŵĞŶ ?Ɛ
ŝŶĨĞƌŝŽƌƐŽĐŝĂůĂŶĚĞĐŽŶŽŵŝĐƐƚĂƚƵƐŵĂĚĞƚŚĞŵƐƵĐĐƵŵďƚŽŵĂůĞƉĂƌƚŶĞƌƐ ?ĚĞĐŝƐŝŽŶƐĂŶĚ
choices despite what service providers or caregivers perceived as the greater risks. For 
ŝŶƐƚĂŶĐĞ ?ǁŚŝůĞDƌDǁĞŶĚŽ ?dĂŵĂŶĚŽ ?ƐŚƵƐďĂŶĚƌĞƉŽƌƚĞd consistent use of condoms 
234 
 
since he discovered that Tamando was HIV positive, Tamando reported the many times 
ƐŚĞ ŚĂĚĐŽŶƐŝĚĞƌĞĚ ƌĞƐŝƐƚŝŶŐŚĞƌŚƵƐďĂŶĚ ?ƐǁŝƐŚĞƐ ĨŽƌ ƵŶƉƌŽƚĞĐƚĞĚ ƐĞǆƵĂůĞŶĐŽƵŶƚĞƌs 
despite him assenting to consistently use the condoms. She reported making repeated 
efforts to negotiate condom use, but what became apparent in her expression was a 
common trajectory of events in which talking about condom use resulted in arguments. 
/ŶƐƚĞĂĚƐŚĞƐƵĐĐƵŵďĞĚƚŽŚĞƌŚƵƐďĂŶĚ ?ƐĚĞŵĂŶĚƐĂŶĚƐĞǀĞƌĂůĞƉŝƐŽĚĞs of unprotected 
sexual encounter occurred. dĂŵĂŶĚŽŝŶĚŝĐĂƚĞĚƚŚĂƚǇŝĞůĚŝŶŐƚŽŚĞƌŚƵƐďĂŶĚ ?ƐĚĞŵĂŶĚƐ
and choices resulted in another pregnancy six months after delivery of her first child 
which she felt exposed her to ill-health following reduced body immunity. Nevertheless, 
as a couple, they agreed to terminate the pregnancy at the private clinic because they 
felt their first child was still young and to avoid societal scolding. 
 “Since I discovered that she is HIV positive we always use condoms up to date 
to prevent HIV transmission. ? ?DƌDǁĞŶĚŽ ?dĂŵĂŶĚŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
 
 “Dy husband despite knowing that am HIV positive, he usually insists on 
having sex without a condom. To show him that I mind about HIV 
transmission to him; should I still put his life on danger? I get out of our 
bedroom to another room but he finds me there; we argue and I just give up 
and yield to his demands. After delivery of our child, it took us a month to 
resume sexual act, within six months I conceived; we ĐŽƵůĚŶ ?t keep the 
pregnancy because our child was young (9 months old); people could have 
been laughing at me; we opted for an abortion at a private clinic and I had 
severe abdominal pains a week following the procedure. Am not using any 
method, he argues that injectable contraceptives cause tumours. ?(Tamando, 
17)  
dĂŵĂŶĚŽ ĞǆƉƌĞƐƐĞĚ ĐŽŶĐĞƌŶ ĂďŽƵƚ ŚĞƌ ŚƵƐďĂŶĚ ?Ɛ ƵŶǁŝůůŝŶŐŶĞƐƐ ƚŽ ŝĚĞŶƚŝĨǇ ǁŝƚŚ ŚĞƌ
concern about the need for safer sex and the rationales she drew from her huƐďĂŶĚ ?Ɛ
actions included denial of the risk possibly because he was still HIV negative and desired 
full sexual pleasure and control.  
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 “ ? ?he refuses condom use, he says, he loves me and he  ‘cannot eat a sweet 
in its packet ? it loses its sweetness. He denies use of other methods of 
contraceptives and yet he says he does not want another child; I have been 
thinking, is it because he wants me to feel that he is a man or because his 
blood test for HIV remains negative so he thinks he is safe? But am afraid, he 
can be positive if we are not mindful. Could it be because I have never been 
sick? If I was hospitalised or I was taking ARVs than Bactrim he could have 
ŶŽƚƌĞƐŝƐƚĞĚƵƐĞŽĨĐŽŶĚŽŵƐ ? ?(Tamando, 17) 
Contrary to his behaviour, Mr Mwendo seemed to acknowledge the significance of 
condom use for both. He indicated that as long as they were consistently using condoms 
they were safe from pregnancy and other infections transmitted sexually as compared 
to the other methods of contraceptives.  
 “We often use condoms as a method of choice; I feel we are safe from 
pregnancy and any other diseases transmitted sexually. The condom protects 
both of us than other methods. She (Tamando) expresses desire to have tubal 
ligations, for she feels her life may be in danger, but I always say she is still 
young, may be she may need to have another child. ? (Mr Mwendo, 
dĂŵĂŶĚŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
ƌĂǁŝŶŐĨƌŽŵDƌDǁĞŶĚŽ ?ƐĂĐĐŽƵŶƚ ?ŝƚƐĞĞŵĞĚdĂŵĂŶĚŽĂĐŬŶŽǁůĞĚŐĞĚthe dangers of 
increased child bearing on her positive status as she opted for permanent contraceptive 
(tubal ligation). However, Mr Mwendo seemed to downplay the greater risks as 
perceived by Tamando to advance his demands and choices.  
There was strong view that young women struggled with their partners on condom use, 
especially with older and married men. They were faced by unequal power relations and 
sexual coercion which became an array of negative effects on their sexual, physical and 
mental well-being. Ziliwe, Tawina, Chitsanzo, Tamando and Dalo indicated that their 
ƉĂƌƚŶĞƌƐ ? ƌĞůƵĐƚĂŶĐĞ ƚŽ ƵƐĞ ĐŽŶĚŽŵƐ ǁĂƐ ŽĨƚĞŶ ƚŚƌŽƵŐŚƚŚĞŝƌ ĞŵƉŚĂƐŝƐ ŽŶ ƐĞǆƵĂů
pleasure without condom use  W ƵŶĚĞƌĂĐŽŵŵŽŶĂŶĂůŽŐǇ ? ‘ĐŽƵůĚŶŽƚĞĂƚĂƐǁĞĞƚŝŶŝƚƐ
ƉĂĐŬĞƚ ? ?,ĞŶĐĞ ?ƚŚĞǇŽƵŶŐǁŽŵen succumbed despite the associated risks to maintain 
their status quo and source of income thus promoting self-image. 
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 “Though I felt excited with sexual activities, all my partners never liked 
condoms; they felt sex with condom was not exciting  W they ask why taking a 
sweet in its packet? /ƚ ĚŽĞƐŶ ?ƚ ƚĂƐƚĞ ƐǁĞĞƚ ? ǁŚĂƚ ŵĂƚƚĞƌĞĚ ǁĂƐ the support I 
needed, and I was impregnated. My first partner suggested an abortion at a 
clinic for fear of his wife; after 4-6 months of first abortion, I became pregnant 
again by a second married man, who also refused to marry me, instead he 
suggested I drink baking soda (sodium bicarbonate) dissolved in water to abort 
but nothing happened; how about my health? ?(Chitsanzo, 19) 
There was also strong belief among caregivers (Mrs Botolo, Ms Ndengu, Mrs Monali, 
Mrs Zangawe, Mrs Mbalume, Mr Menda and Mrs Mwatipa) and service providers (Ms 
Benga, Mr Mbalame, Mr Zidelu, Mrs Khambi, Mrs Nganya and Mrs Yinde) that the 
majority of young women struggle about condom use with sexual partners. They 
ĂĐŬŶŽǁůĞĚŐĞĚ ƚŚĂƚ ǇŽƵŶŐ ǁŽŵĞŶ ŝŶƐƚĞĂĚ ǇŝĞůĚĞĚ ƚŽ ƐĞǆƵĂů ƉĂƌƚŶĞƌƐ ? ĚĞŵĂŶĚƐ ĂŶĚ
choices in exchange finances or support, resulting in teenage pregnancies, hence 
exposing themselves to ill-health and reduced body immunity. Since, the prime concern 
for a number of caregivers was prevention of teenage pregnancies rather than HIV 
transmission, they suggested that young women should be given injectable 
contraceptives.  
 “ ?/ǁŝƐŚƐŚĞ ?ŝůŝǁĞ ) ŝƐŐŝven injectable contraceptives because these young 
women engage in sex in exchange of money in order to look like their friends. 
tŚĞŶŵĞŶƉĂǇĨŽƌƐĞǆ ?ƚŚĞǇǁŽƵůĚŶ ?ƚůŝŬĞĐŽŶĚŽŵƵƐĞ ?ƚŚĞǇǁŽƵůĚĂƉƉƌĞĐŝĂƚĞ
a real feel of what they have paid for, so strengthening condom use in girls is 
a challenge. ?  ?DƌƐŽƚŽůŽ ?ŝůŝǁĞ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? )  
Nevertheless, Ziliwe, Chitsanzo, Tawina and Tamando perceived that if they were given 
an opportunity and had support to do business, they could be self-reliant like Ulemu. For 
example, Tamando complained that only if her husband had allowed her to engage in 
business, her parents could have been taken out of their impoverished status. Since her 
husband was reluctant, she yielded to his opinions as an expression of gratitude for his 
acceptance of her positive status.  
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 “/ǁŝƐŚĞĚ/ĐŽƵůĚ to do business but my husband always denies; he says, he 
provides everything for me; so why struggle with business? I appreciate his 
love for accepting me as I am; but I wanted to do business to assist my 
parents (Mrs Mwatipa family); most of the times, they have nothing to eat; 
all I can give them is US$1 for charcoal and food items; unless I ask from my 
husband. ?(Tamando, 17) 
One afternoon, when the researcher visited Mrs MwaƚŝƉĂ ?Ɛ ŚŽŵĞ ĨŽƌ ŚĞƌ
ŝŶƚĞƌǀŝĞǁ ?ĂůŽ ?ƐĐĂƌĞŐŝǀĞƌ ) ?ƐŚĞĨŽƵŶĚŽŶĞŽĨƚŚĞƐŝďůŝŶŐƐ  ?ĂƐĞǀĞŶǇĞĂƌŽůĚ
ďŽǇ )ĐƌǇŝŶŐƵŶĐŽŶƚƌŽůůĂďůǇ ?DƌƐDǁĂƚŝƉĂ ?dĂŵĂŶĚŽ ?ƐŵŽƚŚĞƌ )ŝŶĚŝĐĂƚĞĚƚŚĂƚ
the boy was crying of hunger, since morning they had not eaten anything 
despite takiŶŐƚŚĞŝƌZsƐĂƚ ? P ? ?Ăŵ ? ?/ŶƚĞƌǀŝĞǁĞƌ ?ƐŽďƐĞƌǀĂƚŝŽŶŶŽƚĞƐ ) 
A number of caregivers, particularly the females, also felt marginalised and had 
diminished decision making power as female parents. Mrs Ndazi and Mrs Zangawe felt 
being blamed as sources of the infection to their young women, which also paralysed 
ƚŚĞŝƌƌŽůĞŝŶĐŽŶƚƌŽůůŝŶŐƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐ as parents. For instance, 
Mrs Ndazi indicated that she hesitated to disclose the status to Fatsani, her daughter, 
because her power to disclose ǁĂƐ ƉĂƌĂůǇƐĞĚ ďǇ ŚĞƌ ŚƵƐďĂŶĚ ?Ɛ ƌĞƐƉŽŶƐĞ ƚŽ &ĂƚƐĂŶŝ ?Ɛ
illness. As such, her secrecy was rooted in her feelings of shame and parental guilt for 
passing on the virus to Fatsani. Mrs Ndazi reported feeling like being blamed for 
ďƌĞĂĐŚŝŶŐŵŽƌĂůŝƚǇĂƐĞǀŝĚĞŶĐĞĚďǇŚĞƌŚƵƐďĂŶĚ ?ƐĚĞƐĞƌƚŝŽŶǁŚŝůĞƐŚĞǁĂƐĂƚƚĞŶĚŝŶŐƚŽ
ŚŽƐƉŝƚĂůŝǌĞĚ &ĂƚƐĂŶŝ ? dŚĞƐĞ ĨĞĞůŝŶŐƐ ŽĨ ŐƵŝůƚ ĂŶĚ ƐŚĂŵĞ ůĞĚ ƚŽ DƌƐ EĚĂǌŝ ?Ɛ
marginalisation, uncertainty and adversity limiting access to social and financial support 
ƐŚĞĚĞƐƉĞƌĂƚĞůǇŶĞĞĚĞĚĂŶĚŝŶĚŝƌĞĐƚůǇĂĨĨĞĐƚŝŶŐ&ĂƚƐĂŶŝ ?ƐƐĞŶƐĞŽĨƐĞůĨ-worth. 
  “ ? ? ?ŚĞƌĨĂƚŚĞƌ ?ƐƌĞĂĐƚŝŽŶĚƌĂŝŶĞĚŵǇƐƚƌĞŶŐƚŚŝŶ disclosing the status to her; 
I was not sure how; I think I felt deserted by him as if I was the one to blame 
and just being tensed up, feeling responsible for her illness as a mother 
without her father ?Ɛ support ǁŚŝĐŚ / ĐĂŶ ?ƚ ĂƐŬ ĨƌŽŵ ŽƚŚĞƌƐ ? / ũƵƐƚ ĨĞĞů ůŝŬĞ
being victimised, my daughter is affected unintentionally; this disease is 
surely a disgrace. ? ?DƌƐEĚĂǌŝ ?&ĂƚƐĂŶŝ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
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Similarly, Mrs Zangawe despite regarding Zaiwo as her consolation, reported feeling 
ĚĞŵĞĂŶĞĚďǇĂŝǁŽ ?ƐƌĞŵĂƌŬƐĂƐƐŚĞĞǆƉƌĞƐƐĞĚŚĞƌďŝƚƚĞƌŶĞƐƐŽǀĞƌŚĞƌƉŽƐŝƚŝǀĞ status. 
Mrs Zangawe as a mother perceived being blamed for breaching morality evidenced by 
ĂŝǁŽ ?Ɛ ĐŽŶƚŝŶƵŽƵƐ ƌĞŵŝŶĚĞƌƐ ŽŶ ďĞŝŶŐ ŝŶĐŽŶƐŝĚĞƌĂƚĞ ĂŶĚ ĂĐĐŽƵŶƚĂďůĞ ƚŽ ŚĞƌ ƉŽƐŝƚŝǀĞ
status ĂŶĚ ŚĞƌ ĂŶƚŝĐŝƉĂƚĞĚ ƵŶƚŝŵĞůǇ ĚĞĂƚŚ ? DƌƐ ĂŶŐĂǁĞ ŝŶĚŝĐĂƚĞĚ ƚŚĂƚ ĂŝǁŽ ?Ɛ
persistent blame evoked her feelings of shame and parental guilt for passing on the virus 
to her daughter and triggered the grief of losing her husband and eight children.  
 “She (Zaiwo) was bitter about being HIV positive; initially she could not eat, I 
have ďĞĞŶŝŶƉĂŝŶ ?ŚĞĂƌŝŶŐŚĞƌƐĂǇŝŶŐ ? ? ? ?/s it not you who passed on HIV to 
ŵĞǁŝƚŚǇŽƵƌŚƵƐďĂŶĚ ? ? ‘dĂŬĞŝƚŽĨĨ ?ǇŽƵǁĂŶƚŵĞƚŽĚŝĞ ? ?I accept the blame. 
Before she conceived, whenever I cautioned her to refrain from sexual 
activities; she used to say, you want me to die without feeling what it means 
to be loved? I feel this disease is a disgrace; I cry for losing my husband and 
ĞŝŐŚƚĐŚŝůĚƌĞŶ ? ? ?DƌƐĂŶŐĂǁĞ ?ĂŝǁŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? )  
Zaiwo blamed Mrs Zangawe for violating her rights to sexual fulfilment while her 
mother, Mrs Zangawe exercised her rights without restrictions with her sexual partner 
(her father) with whom Zaiwo felt were responsible for her HIV positive status. Zaiwo 
seemed to use the blame game in ŽƌĚĞƌƚŽƉĂƌĂůǇƐĞŚĞƌŵŽƚŚĞƌ ?ƐƉŽǁĞƌƐƚŽĐŽŶƚƌŽůŚĞƌ
risky sexual activities.  
Conversely, Mrs Botolo and Mrs Mbalume expressed the challenges they encountered 
with their husbands particularly in regard to dominance in decision making regarding 
issues affecting the young women (Ziliwe and Chitsanzo). Despite the young women 
breaking household rules, the female caregivers felt that they could have been involved 
in the negotiations made. Instead, there were no negotiations with them rather their 
husbands just imposed their decisions regarding the discharge of young women from 
their homes which they felt was attributed to their inferior social and economic status 
making them succumb to all decisions made by their husbands.  
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 “ Q ? ?it was my husband who sent her away because of her sexual behaviours 
and I could not reason with him. Now with a baby, is that not an added 
ďƵƌĚĞŶ ? ‘/ǁŝƐŚĞĚ/ŚĂĚůŝǀĞĚǁŝƚŚŚĞƌ ?ďƵƚŵǇŚƵƐďĂŶĚŝƐŶŽƚǁŝůůŝŶŐ ?ŚĞƐĂǇƐ
who will support her baby? I wished I had capacity to support her. ?          
 ?DƌƐŽƚŽůŽ ?ŝůŝǁĞ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
The majority of young women and their female caregivers were vulnerable to male 
hegemony as a result of their dependence on men for financial and material support, 
ŐŝǀŝŶŐƚŚĞŝƌŵĂůĞƉĂƌƚŶĞƌƐ ?ƉŽƐŝƚŝŽŶƐŽĨƉŽǁĞƌĂŶĚĐŽŶƚƌŽů, including decision making on 
significant issues regarding their own health.  
7.5 zŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐĂŶĚƉĞƌĐĞƉƚŝŽŶƐŽĨ^Z,ƐĞƌǀŝĐĞƐ 
As shown in Sections 6.3.2 and 7.2, as young women grew to womanhood, they engaged 
in sexual activities for pleasure and also because male relationships boosted their self-
ŝŵĂŐĞ ?dŚŝƐƉůĂĐĞĚĂŶŝŶĐƌĞĂƐĞĚďƵƌĚĞŶŽŶƚŚĞŝƌĐĂƌĞŐŝǀĞƌƐ ?ĂŶĚƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?ĐĂƌŝŶŐ
responsibilities. While access to SRH information and services could alleviate some of 
the burdens or concerns of caring by reducing perceived fears and misunderstandings, 
young women in this study expressed different views regarding SRH education and 
services in different contexts. This section therefore ĚĞƐĐƌŝďĞƐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
perceptions, barriers to and preferences on SRH education and services.  
7.5 ? ?DĞĞƚŝŶŐǇŽƵŶŐǁŽŵĞŶ ?Ɛ^Z,ŶĞĞĚƐ 
HIV Positive status makes a young womaŶ ?ƐƐĞǆƵĂůůŝǀes more complicated, demanding 
risk-reduction strategies. The young women cited the use of condoms and several 
activities conducted during teen club meetings as key strategies offered in the centres 
to cater for their sexual well-being. The information on sexual and reproductive issues 
often helped young women understand what was happening to them sexually, 
physically and position themselves appropriately in a medical and social world. 
However, a number of young women (Ziliwe, Nane, Penina, Gonjetso and Zaiwo) felt 
silently being left alone as they lacked individual counselling on sexual and reproductive 
issues. 
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 “It is only during teen club that we have group discussions and trainings on 
pregnancy prevention, sexual and gender issues but there are no discussions 
with us as individuals, apart from offering condoms if you are sexually active; 
so you have no-one to ask, how can I open up in a group on my sexual 
ŝƐƐƵĞƐ ? ?(Penina, 19)  
 “dŚŽƵŐŚ/ďĞŶĞĨŝƚĨƌŽŵƉĂƌƚŝĐŝƉĂƚŝŶŐŝŶƚĞĞŶĐůƵď ?/wished sexual issues were 
discussed in consultation rooms with us as individuals, not just offering 
condoms; discussing sexual issues in a group no-one could freely talk 
personal sexual challenges ?ŝƚ ?ƐĞŵďĂƌƌĂƐƐŝŶŐ ? ? ? ? ? (Gonjetso, 16) 
Similarly, during researchĞƌ ?ƐĨĂŵŝůŝĂƌŝƐĂƚŝŽŶƉŚĂƐĞ ?ŝƚǁĂƐŶŽƚĞĚƚŚĂƚŝŶƚŚĞĐŽŶƐƵůƚĂƚŝŽŶ
rooms, service providers never spent time on sexual well-being of the young women, 
and the young women were not given an opportunity to make decisions and choices. 
Mostly it was top-down interaction and task-oriented approach.  
In the consultation room, young women were merely asked how they were 
feeling and whether they had any problems, and their medication was 
checked (e.g how many tablets were remaining). They were instructed to 
collect condoms if they required them; not all young women were asked if 
they were in a sexual relationship, and the few who were asked were never 
asked if they have had any problems with their sexual partners, or if they 
have ever used condoms/contraceptives or any problems with methods in 
ƵƐĞ ? ?/ŶƚĞƌǀŝĞǁĞƌ ?ƐŽďƐĞƌǀĂƚŝŽŶŶŽƚĞƐ ) 
7.5.1.1 Benefitting from teen club meetings 
At both Chiyembekezo and Maziko Centres, teen club meetings are conducted on 
monthly basis to equip young people (ages 11 to 21 years) with HIV related information 
in a participatory way hence reinforcing behavioural change. Using facilitated 
discussions, dramas, debates, in-door and out-door games, the service providers (Mr 
Hanuya, Mr Mbalame, Mrs Rwinu, Ms Kando, Mrs Khambi, and Mrs Nganya) believed 
that the club meetings assisted young people to associate with others, share 
experiences for peer support and gain knowledge on stigma and discrimination, 
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adolescent-caregiver communication, drug adherence, family planning, status 
disclosure and career path.  
 “Teen club meetings are conducted once every month for all young people 
aged 11 to 21 years with major emphasis on behavioural change. 
Adolescents discuss in groups various issues that affect their lives like 
psychosocial affairs, gender, drug adherence, family planning, adolescent-
parent/guardian relationships for those with or without parents; and we 
conduct in-door, and out-door activities. This promotes their emotional well-
ďĞŝŶŐ ? ? ?  ?Dƌ,ĂŶƵǇĂ ?ŝůŝǁĞ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
As reflected in Section 6.3.1 the majority of young women concurred with service 
providers that teen club meetings assisted them to share experiences with peers and 
gain significant information necessary to reduce risks. However, they felt the club 
meetings deprived them of an opportunity to discuss their individual and practical 
sexual challenges and needs. They reported finding it difficult discussing personal and 
sensitive sexual issues in a mixed gender group and/or of both younger (11-14) and 
older (15-21) adolescents rather than if they were being given an opportunity in the 
consultation rooms to discuss their sexual challenges. 
 “ “ ? ? ?ǁĞ ĂƌĞ ŶŽƚ ŐŝǀĞŶ ƚŝŵĞ ŝŶ ƚŚĞ ĐŽŶƐƵůƚĂƚŝŽŶ ƌŽŽŵ ƚŽ ĂƐŬ ƋƵĞƐƚŝŽŶƐ ŽŶ
issues affecting us as young women, I wished I could have detailed sexual 
information in the consultation room; it is during teen club meetings that we 
discuss sexual issues, how to prevent unwanted pregnancies. Group 
discussions do not address some of my personal questions or challenges. We 
are offered chances to ask questions on issues affecting our lives; but how 
could I ask personal, sensitive issues regarding sex or condom use with my 
boyfriend in the presence of all my friends including younger adolescents and 
boys? It is difficult to discuss some of these issues in a group ? ? ? (Nane, 19)  
While young women felt the group discussions were not adequately confronting their 
practical sexual issues, service providers (Mr Hanuya, Mrs Rwinu, Ms Kando, and Ms 
Benga) cited advantages for utilizing group discussions as to reinforce behavioural 
change. 
242 
 
 “We opt for group discussions during teen clubs because among the 
adolescents, there are several others, who understand better their positive 
HIV status, explain issues in relation to lived experiences. This creates an 
understanding of their concerns from within themselves to make informed 
decisions ? ?(Mr Hanuya ?ŝůŝǁĞ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
Service providers at Maziko Centre have separate teen club days for younger and older 
adolescents whereas Chiyembekezo Centre combines the two groups; both offered 
different reasons for their strategies. 
 “ ?ǁith increased number of teens, there was increased workload for service 
providers combining the young and older teens so we divided them in two 
ŐƌŽƵƉƐ ĨŽƌ ƐĞƉĂƌĂƚĞ ĚĂǇƐ ? ? ?. But also we do not want the older teens to 
negatively influence the younger teens through peer pressure for they have 
different needs as they grow up. (Ms Benga ?ĂŝǁŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
 “ƉĂƌƚ ĨƌŽŵ ůĂĐŬŽĨ ĨƵŶĚƐ ƚŽŚĂǀĞ ĂůůĂĚŽůĞƐĐĞŶƚƐ ŝŶǀŽůǀĞĚ ŝŶ ƚĞĞŶĐůƵď ?ǁĞ 
pair the younger and older teens so that they learn from each other and that 
works well. ?(Mr Hanuya ?ŝůŝǁĞ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
However, there was strong view that there were contradictions between what was 
being learnt at teen club and the actual practice in service provision. Ziliwe Nane, 
Mwatitha, Fatsani, Chitsanzo, Tawina, Zaiwo, Tamando and Dalo felt that some of the 
service providers were reluctant to offer contraceptives (i.e. injectable depo-provera) as 
a pregnancy preventive strategy, instead were offering condoms, and they also lacked 
friendly attitudes towards them. They attributed their lack of openness on sexual issues 
to non-conducive environments with unfriendly or judgemental attitudes on the part of 
service providers, including lack of privacy (particularly in rural setting). Cultural and 
religious norms also seemed to influence provision of sexual and reproductive health 
services. As highlighted in Section 7.5.2, a number of service providers (Mr Hanuya, Ms 
Kando, Ms Mbenu, Mr Mbalame, Mrs Tayenda, Mr Pamba, Mr Malido and Mr Zidelu) 
concurred with the young women that the major challenge with SRH services was that 
majority of the service providers were restricted by normative expectations and a lack 
of youth friendly skills. Hence, they were not in a position to provide appropriate, 
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effective and non-judgemental information on sexual issues to assist young women to 
balance rights and responsibilities. 
 “ ? ? ?we should accept the reality that some of these adolescents are 
sexually active and we need youth friendly trainings to help them to open up 
on sexual issues, to know their rights and control themselves. Often we are 
judgemental to them, or is it our culture? If we remain unfriendly they will 
never be collecting the condoms ĨƌŽŵƵƐ ? ? ?DƐdĂǇĞŶĚĂ ?DǁĂƚŝƚŚĂ ?ƐƐĞƌǀŝĐĞ
provider, 39) 
  “KŶĞĚĂǇafter we had a lesson on contraceptive use to prevent pregnancies, 
three of us went to meet a nurse to access injectable contraceptives as our 
partners were refusing condoms; I was the first one to get into the room, 
surprisingly she shouted at me that I was young why asking for 
contraceptives; I felt we ĐĂŶŶŽƚĂĐĐĞƐƐĐŽŶƚƌĂĐĞƉƚŝǀĞƐ ? ?(Fatsani, 17)  
Tawina and Chitsanzo, non-teen club participants, also felt that some of the service 
providers portrayed negative attitudes towards their sexual well-being. They reported 
finding it difficult requesting for injectable contraceptives at the centres as compared to 
collecting condoms, which their sexual partners disliked to use (see Panel 6). 
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 Furthermore, Ziliwe, Zaiwo, Tamando and Dalo reported ceasing to attend teen clubs or 
visiting ƚŚĞĐĞŶƚƌĞĨŽƌĚŽĐƚŽƌ ?ƐĂƉƉŽŝŶƚŵĞŶƚƐĂĨƚĞƌŐĞƚƚŝŶŐƉƌĞŐŶĂŶƚƵŶƚŝůƚŚĞǇĚĞůŝǀĞƌĞĚ
their babies. They expressed lack of relevant services for pregnant young women in the 
centres, particularly antenatal services which led them and several others to access such 
services in adolescent unfriendly environments. They reported having to access services 
with adult clients, exposing them to judgemental attitudes and remarks from older 
women.  
  
  
Panel 6: Tawina, 18 years 
Tawina is the youngest in a family of four children. Her mother died when Tawina was young, and 
since then she had been staying with her father and step-mother. She reported facing hard times 
when her father was imprisoned and she experienced parental rejection from her step-mother.  
This coupled with social exclusion by peers as a result of her visible skin condition, led Tawina, a 
non-teen club participant, to reported having her first sexual relationship at the age of 14 for 
companionship apart from sexuĂů ƉůĞĂƐƵƌĞ ? dĂǁŝŶĂ ?Ɛ ƉŽŽƌ ƌĞůĂƚŝŽŶƐŚŝƉ ǁŝƚŚ ŚĞƌ ƐƚĞƉ-mother 
strongly influenced her to seek love and acceptance from individuals whom she considered to be 
ƐĂĨĞ ĂŶĚ ƚƌƵƐƚǁŽƌƚŚǇ ?  “/ ůŽƐƚ ŵǇ ĨĂƚŚĞƌ ƚŽ ŝŵƉƌŝƐŽŶŵĞŶƚ ? ƉŽŽƌ ŵĞ ? / ǁĂƐ Ă ďƵƌĚĞŶ ƚŽ ŵǇ ƐƚĞƉ- 
mother; ƐŚĞŶĞǀĞƌůŝŬĞĚŵĞ ?ƐŽ/ǁĂŶƚĞĚƐŽŵĞŽŶĞǁŚŽǁŽƵůĚďĞďǇŵǇƐŝĚĞƚŽŬĞĞƉŵĞŐŽŝŶŐ ? ?
Tawina initiated sexual contact in 2008 and by 2012 she had her fifth consecutive sexual partner. 
She reported experiencing both protected and unprotected sex usually with older and married 
partners.  
Tawina, though exposed to many HIV prevention messages promoting abstinence and condom 
use, felt embarrassed to collect condoms from adult service providers because in her community 
adults do not approve condom use in young people generally. This was also reflected in her 
ƉĂƌƚŶĞƌƐ ? ĚĞŵĂŶĚƐ ĨŽƌ ƵŶƉƌŽƚĞĐƚĞĚ ƐĞǆ ? ĚĚŝƚŝŽŶĂůůǇ ? ƐŚĞ ĨĞĂƌĞĚ ďĞŝŶŐ ũƵĚŐĞĚ ĂƐ ďĞŝŶŐ ƐĞǆƵĂůůǇ
active (i.e. promiscuous) by the service providers if she asked for injectable contraceptives. Tawina 
wished she was offered injectable contraceptives to prevent pregnancy but was not given an 
ŽƉƉŽƌƚƵŶŝƚǇ ƚŽŵĂŬĞĐŚŽŝĐĞƐĂŶĚĚĞĐŝƐŝŽŶƐŽŶ ŚĞƌƐĞǆƵĂů ƌŝŐŚƚƐ P  “ŝĨŽŶůǇ /ǁĂƐŽĨĨĞƌĞĚ ŝŶũĞĐƚĂďůĞ
ĐŽŶƚƌĂĐĞƉƚŝǀĞƐ ƚŚĂŶ ĐŽŶĚŽŵƐ ďƵƚ ǁĞ ĚŽ ŶŽƚ ĐŚŽŽƐĞ ? / ĚŽ ŶŽƚ ǁĂŶƚ ƚŽ ďĞ ƉƌĞŐŶĂŶƚ Q ? /ŶƐƚĞĂĚ ?
Tawina had unprotected sex within the three days after menstruation (to prevent pregnancy) as 
she strived to gratify the demands of her sexual partners to reinforce her effective source of 
ŝŶĐŽŵĞ P “/ŚĞĂƌĚĨƌŽŵƉĞŽƉůĞƚŚĂƚŝĨǇŽƵŚĂǀĞƵŶƉƌŽƚĞĐƚĞd sex three days soon after your monthly 
period you cannot become pregnant; usually this is the time I have it (unprotected sex) and my 
ƉĂƌƚŶĞƌƐĂƌĞŚĂƉƉǇ Q Q Q Q ?ƚŚĞǇĚĞŵĂŶĚƐĞǆǁŝƚŚŽƵƚĂĐŽŶĚŽŵ ? ? 
245 
 
 “tŚĞŶ/ŐŽƚƉƌĞŐŶĂŶƚI disappeared at teen club and appeared after delivery; 
I started attending antenatal clinic at Tachira Central Hospital, which is 
attended by both adults and young women and I felt out of place to access 
services with adults who looked at you, talk about you, as if you had 
committed a crime. I could have loved if we have antenatal services in the 
centres than being mixed with the adults. ?(Zaiwo, 19)  
DƌƐ<ŚĂŵďŝƉĞƌĐĞŝǀĞĚƚŚĂƚǇŽƵŶŐǁŽŵĞŶ ?ƐďĞŚĂǀŝŽƵƌŽĨĚŝƐĐŽŶƚŝŶƵŝŶŐƉĂƌƚŝĐŝƉĂƚŝŶŐ ŝŶ
teen club could signify lack of appropriate services for pregnant young women. Instead 
they had to be accessed from other facilities or attitudinal implications on the part of 
service providers towards young women who fail to comply with medical expectations 
for optimal health outcomes. 
 “hsually when these young women get pregnant automatically they 
disappear from the centre, is it because of our attitudes towards them? Like 
her (Tamando) when she conceived she disappeared and came back after she 
had delivered; I have never seen her with her baby, yet she still attends teen 
club meetings. May be because we do not offer such services ŚĞƌĞ ďƵƚ ŝƚ ?Ɛ
high time that we offer the services for continuity of care. ?(Mrs Khambi, 
dĂŵĂŶĚŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
7.5.1.2 Fear of pregnancy is a big deal, but not HIV 
While condoms are offered to young women in the centres as a preventive strategy for 
ƐĞĐŽŶĚĂƌǇ ƚƌĂŶƐŵŝƐƐŝŽŶ ĂŶĚ ƵŶǁĂŶƚĞĚ ƉƌĞŐŶĂŶĐŝĞƐ ? ŵĂŶǇ ŽĨ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
ĂĐĐŽƵŶƚƐŽĨƐĞǆƵĂůƌĞůĂƚŝŽŶƐŚŝƉƐŝŶĚŝĐĂƚĞƉĂƌƚŶĞƌƐ ?pressures and demands pulling them 
in different directions and make safer sexual practices relatively unpredictable. Many 
young women lacked confidence, particularly in relation to sex, and when the risk of 
pregnancy was a possibility, they preferred contraceptives which were not dependent 
upon their sexual partners, thus ignoring the risk of HIV transmission. However, the 
struggles with condom use exposed young women to risk of early child bearing which 
majority of them associated with ill-health. Nane, Alindine, Mwatitha, Fatsani and 
Tawina indicated that in their relationships with men, they were more scared of 
pregnancy than HIV transmission. They specifically attributed fear of pregnancy to poor 
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health outcomes. The perception that pregnancy can weaken body immunity and 
expedite progression to AIDS was common among the young women. 
 “DĂũŽƌŝƚǇŽĨƵƐ ?,/sŝŶĨĞĐƚĞĚǇŽƵŶŐǁŽŵĞŶ )ĨĞĂƌpregnancy than HIV; we are 
already infected so offering contraceptives thus giving us freedom to have 
unprotected sex, because we know that we will not be impregnated. We fear 
pregnancy because it can reduce body protection, thus getting sick often; so 
use of injectable contraceptives should not be reinforced because thus a 
warrant for HIV ƚƌĂŶƐŵŝƐƐŝŽŶ ? ?(Alindine, 19)  
Mr Mwendo, though responƐŝďůĞĨŽƌdĂŵĂŶĚŽ ?ƐĞĂƌůǇĐŚŝůĚbearing, acknowledged that 
the majority of HIV infected young women who engage in sexual activities fear 
pregnancy rather than HIV transmission. ^ŝŵŝůĂƌůǇ ? DƌƐ DŽŶĂůŝ  ?ůŝŶĚŝŶĞ ?Ɛ ĐĂƌĞŐŝǀĞƌ )
shared the fear of pregnancy with the young women as she expressed uncertainty on 
the outcome of the pregnancy, hence increased the caring burden.  
 “ ?will she cope up with child bearing? Will she not reduce her body 
immunity? What if she gives birth to an HIV infected child? Will that not be 
another burden; I feel pregnancy should not be advocated in these girls. But 
as a mother, I always feel inhumane to tell her not to have children, it is her 
right; I wish she does not bear children. ? ?DƌƐDŽŶĂůŝ ?ůŝŶĚŝŶĞ ?ƐĐĂƌĞŐŝǀĞƌ, 
55)  
dĂŵĂŶĚŽ ? ĂůŽ ?Ɛ ŵŽƚŚĞƌMrs Mwatipa and her service provider, Mrs Nganya, also 
acknowledged the dangers subsequent pregnancies posed upon the compromised body 
immunity. 
 “tŚĞŶ /ŚĞĂƌĚ ƚŚĂƚŵǇĚĂƵŐŚƚĞƌ(Dalo) was pregnant, I said, oh! My 
God, my daughter knows that if she gets pregnant, her immunity 
would get lower; will she not get sick; likewise myself I have delivered a 
sixth baby, maybe am not being exemplary to my daughters; increased 
child bearing may further reduce my body protection but it was 
situational. I missed my appointment date for injectable 
contraceptives; I went for a funeral ceremony where I stayed longer. 
Upon return, I visited the hospital for my contraceptives but I was sent 
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back because I was late I had to walk - no money to go by bus so I gave 
up, I conceived. ? ?DƌƐDǁĂƚŝƉĂ ?ĂůŽ ?ƐĐaregiver, 38) 
Although Mrs Mwatipa was quick to report that she was not being exemplary to her 
daughters, as she had just delivered her sixth child despite being HIV positive herself, 
her case signifies ambivalences in priorities and values. This can be reflected in the 
ĚŝĨĨĞƌĞŶĐĞƐ ďĞƚǁĞĞŶ ĐĂƌĞŐŝǀĞƌƐ ? ĂŶĚ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌ ?Ɛ ƉƌŝŽƌŝƚŝĞƐ ĂŶĚ ǀĂůƵĞƐ ƌĞŐĂƌĚŝŶŐ
care rendered to young women. However, the association of pregnancy with ill-health 
made majority of young women including their caregivers to prefer injectable 
contraceptives to prevent pregnancy downplaying the risks of HIV transmission. 
7.5 ? ? ? ? ‘/ĨŽŶůǇǁĞŚĂĚĂĐĐĞƐƐƚŽŽƚŚĞƌŵĞƚŚŽĚƐŽĨĐŽŶƚƌĂĐĞƉƚŝǀĞƐ ? 
Young women reported encountering several challenges that influenced their sexual and 
ƌĞƉƌŽĚƵĐƚŝǀĞŚĞĂůƚŚĐŚŽŝĐĞƐĐŽŶƚƌĂƌǇƚŽĐĂƌĞŐŝǀĞƌƐ ?ĂŶĚƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?ĞǆƉĞĐƚĂƚŝŽŶƐ ?
zŽƵŶŐ ǁŽŵĞŶ ?Ɛ sexual health became more complicated as they sought love, 
acceptance and/or financial support. This provided their sexual partners with the 
ƉŽƐŝƚŝŽŶ ŽĨ ƉŽǁĞƌ ĂŶĚ ĐŽŶƚƌŽů ŝŶ ƐĞǆƵĂů ĞŶĐŽƵŶƚĞƌƐ ĂŶĚ ƉĂƌĂůǇƐĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
efforts to negotiate for safer sex, which also became more difficult when there were 
wide age gaps with their sexual partners. 
  “/ƚ ?ƐŶŽƌŵĂůƚŽŚĂǀĞƐĞǆďƵƚƚŚĞŝƌƐŝƚƵĂƚŝŽŶďĞĐŽŵĞƐĚŝĨĨŝĐƵůƚǁŝƚŚƚŚĞƉŽƐŝƚŝǀĞ
status; promoting abstinence or condom use to prevent transmitting the 
virus becomes a challenge because most adolescents are young and finding it 
difficult to negotiate for safer sex with older partners whom they look to for 
support or ĐĂŶ ?ƚ disclose their status. ?  ?DƌƐ<ŚĂŵďŝ ?dĂŵĂŶĚŽ ?Ɛ ĐĂƌĞŐŝǀĞƌ ?
53) 
Ziliwe, Chitsanzo, Tamando and Dalo believed that if the other sexual and reproductive 
health services apart from condoms were readily available to them and the 
environment was conducive for them to access SRH services without fear and 
embarrassment then their teenage pregnancies could have been prevented. They 
reported being in a dilemma because their partners, upon whom they were materially 
dependent insisted on sex without condoms as a demonstration of love and for sexual 
pleasure, leading to early child bearing. For instance, Tamando indicated that Mr 
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Mwendo, her husband, refused condom use and did not allow her to use injectable 
contraceptives due to the belief that they cause uterine tumours (fibroids).  
 “ ? ? ?ŵǇŚƵƐďĂŶĚƌĞĨƵƐĞƐ condoms; he could not allow me use other methods, 
he says he heard that injectable contraceptive cause tumours in the womb, 
so I conceived barely six months aĨƚĞƌ /ĚĞůŝǀĞƌĞĚŵǇĨŝƌƐƚĐŚŝůĚ ? ?(Tamando, 
17) 
Some service providers (Mr Hanuya, Mr Mbalame, Mr Nandi, Mrs Khambi, Mr Zidelu, Ms 
ĞŶŐĂ ?DƌƐEŐĂŶǇĂ )ƐŚĂƌĞĚDƌDǁĞŶĚŽ ?ƐǀŝĞǁƐƌĞŐĂƌĚŝŶŐĂĚǀĞƌƐĞƐŝĚĞĞĨĨĞĐƚƐĂŶĚƌŝƐŬƐ 
associated with injectable contraceptives on young women like bleeding, delayed 
fertility return and secondary transmission. As such, they emphasised abstinence and 
condom use as the best options. Furthermore, Ms Kando, Ms Mbenu, Mrs Tayenda and 
Mr Malido perceived that injectable contraceptives should never be reinforced, as they 
exposed young women to potential for other STIs or secondary transmissions. They 
perceived that other STIs which could expose them to ill-health to be the greater risk for 
the young women as they engaged in sexual relationships for financial gains.  
 “Condoms are safe in preventing HIV transmission; but most men including 
girls dislike ĐŽŶĚŽŵƐ ĨŽƌ ƚŚĞǇ ĨĞĞů  ‘ƐŬŝŶ ƚŽ ƐŬŝŶ ? ĚƵƌŝŶŐ ƐĞǆƵĂů ĂĐƚ ŝƐ
pleasurable. Other STIs are a risk in addition to many effects of injectable 
contraceptives like delayed fertility return or bleeding, which coupled with 
HIV positive status likely exposes ƚŚĞŵ ƚŽ ĂŶĂĞŵŝĂ ? ? (Mrs Tayenda, 
DǁĂƚŝƚŚĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
The other striking issue was where caregivers desired that young women should be 
given injectable contraceptives to avoid teenage pregnancy or childbearing when they 
get married. Yet all young women expressed desire to get married and have children. 
 “I intend to have two children; my plan is to come here with my husband, to 
be counselled so we do not paƐƐŽŶ,/sƚŽŽƵƌĐŚŝůĚƌĞŶ ? ? ?WĞŶŝŶĂ ? ? ? ) 
 “When she gets married, I wish she does not bear children so that her 
immunity is not lowered; ǁŚǇŶŽƚŐŝǀĞƚŚĞŵŝŶũĞĐƚĂďůĞĐŽŶƚƌĂĐĞƉƚŝǀĞƐ ? ?(Ms 
Ndengu, Penina ?Ɛ caregiver, 45) 
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There were ambivalences regarding contraceptive use among caregivers and service 
providers. It is clear that service providers and caregivers were influencing decisions 
concerning contraceptive use more than the young women themselves. However, 
service providers were more concerned with the prevention of other STIs and HIV 
transmission and advocated condom use, whereas the prime concern of the young 
women and their caregivers was prevention of teenage pregnancies. Young women and 
caregivers attributed their preference for injectable contraceptives to young women ?Ɛ 
struggles concerning condom use with sexual partners, exposing them to early child 
bearing.   
 “I wish service providers could give her (Fatsani) injectable contraceptives; I 
ĚŽŶ ?ƚ ǁĂŶƚ ĂŶǇ ŵŽƌĞ ,/s ŝŶĨĞĐƚĞĚ ĐŚŝůĚƌĞŶ. / ĚŽŶ ?ƚ ƚŚŝŶŬ ƚŚĞǇ ĐĂŶ ƵƐĞ
condoms all the time; will she not become pregnant? Condoms are not 
ƌĞůŝĂďůĞ ? ůĞƚ ŚĞƌ ŚĂǀĞ ŝŶũĞĐƚĂďůĞ ĐŽŶƚƌĂĐĞƉƚŝǀĞƐ ? ? DƌƐ EĚĂǌŝ ? &ĂƚƐĂŶŝ ?Ɛ
caregiver, 41) 
  “ ? ? ?as the centre we advocate for sexual abstinence but adolescents, who 
cannot abstain, are encouraged to use condoms not injectable 
contraceptives, otherwise have to seek consent from their caregivers; but 
none has ever come with a caregiver. Prevention of STIs or HIV transmission 
is very important and needs to be reinforced or they should abstain; other 
methods be used with condoms ƚŚŽƵŐŚŝƚ ?ƐĂĐŚĂůůĞŶŐĞ ? ? ?DƌŝĚĞůƵ ?&ĂƚƐĂŶŝ ?Ɛ
service provider, 26) 
While service providers considered condom distribution as a preventive strategy for 
secondary transmission, Ulemu, Gonjetso, Alindine and Tanyada perceived that condom 
distribution to young women was triggering early sexual debut hence making them 
become potential sources of secondary transmission to their partners or babies. They 
indicated that the danger is particularly in situations where condoms are not 100% 
effective, where they are not used consistently and where male resistance to condom 
use is encountered. Likewise, offering injectable contraceptives, they felt that young 
women were liberated to indulge in unprotected sex hence were at increased risk of 
other STIs or HIV transmission to prospective partners and babies.  
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 “ ? ? ?I tell them I ĚŽŶ ?ƚŚĂǀĞĂďŽǇĨƌŝĞŶĚĂŶĚthey ask me to collect condoms 
for what? Is it what they expect from me? Thus stimulating immature mind 
to think of sex, they should offer condoms only to those who cannot abstain. I 
wish service providers do not offer injectable contraceptives to young women 
because thus fuelling sexual activities; they feel free to have unprotected sex, 
which is preferred by many male partners. (Alindine, 19) 
Service providers (Mr Hanuya, Mrs Rwinu, Mr Mbalame, Ms Benga and Mr Nandi) 
ƐĞĞŵĞĚ ƚŽ ƐŚĂƌĞ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ǀŝĞǁƐ ƚŚĂƚ ĐŽŶĚŽŵ ĚŝƐƚƌŝďƵƚŝŽŶ ĂŶĚ ƚŽŽ ŵƵĐŚ
information on sexual issues, especially for those who out rightly indicated that they 
were not sexually active, could be misinterpreted as an expectation or approval of the 
sexual behaviours in young women. However, there was strong belief among the 
service providers that most young women were not open about their sexual behaviours. 
Mrs Rwinu perceived that it was a general trend among the females in Malawi not to be 
open about sexual issues and they could not collect condoms even if there was a 
perceived need. She felt it was attributed to age difference, cultural influences, fear of 
being judged to be promiscuous and general feelings of embarrassment. 
 “Most girls in Malawi tend to be sort of shy; you ask them about their 
sexual behaviour, do you need condoms? They remain quiet, so you just 
end the discussion; may be it could be due to age difference or else cultural 
ŝŶĨůƵĞŶĐĞ ? ? ?DƌƐZǁŝŶƵ ?WĞŶŝŶĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
  “ ? ? ? ?ŵŽƐƚŐŝƌůƐĚŽŶ ?ƚƚĞůůƵƐƚŚĞƚƌƵƚŚĂďŽƵƚƚŚĞŝƌƐ ǆƵĂůďĞŚĂǀŝŽƵƌƐ ?ǁĞĂƌĞ
ŶŽƚƐƵƌĞŚŽǁŵƵĐŚŝŶĨŽƌŵĂƚŝŽŶƚŽŐŝǀĞƚŚĞŵ ?ĚŽŶ ?ƚǁĞƐƚŝŵƵůĂƚŝŶŐƚŚĞŵƚŽ
initiate sex with our condom distribution? As a provider am always careful 
not to be misinterpreted; giving her (Tanyada) condoms after making it clear 
ƚŚĂƚƐŚĞŝƐŶŽƚƐĞǆƵĂůůǇĂĐƚŝǀĞ ?ǁŚĂƚŝƐŵǇĞǆƉĞĐƚĂƚŝŽŶ ?/ƚ ?ƐůŝŬĞǇŽƵǁĂŶƚher 
ƚŽƉƌĂĐƚŝĐĞ ?ŝƚ ?ƐĂĚŝůĞŵŵĂ ? ?DƌEĂŶĚŝ ?dĂŶǇĂĚĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
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In the consultation room, the few young women who were asked by service 
providers whether they were in a sexual relationship never disclosed such 
relationships, but were open with the researcher and revealed their sexual 
experiences including number of partners, sexual encounters, and their 
challenges with cŽŶĚŽŵ ?ĐŽŶƚƌĂĐĞƉƚŝǀĞƐ ƵƐĞ ?  ?/ŶƚĞƌǀŝĞǁĞƌ ?Ɛ ŽďƐĞƌǀĂƚŝŽŶ
notes) 
ZĞĨůĞĐƚŝŶŐ ŽŶ ƚŚĞ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ? ĂĐĐŽƵŶƚƐ ? ŝƚ ŝƐĐůĞĂƌ ƚŚĂƚ ƚŚĞƌĞ ĂƌĞ ĚŝůĞŵŵĂƐ ŝŶ
ƐĞƌǀŝĐĞƉƌŽǀŝƐŝŽŶ ?ĞƐƉĞĐŝĂůůǇŽŶǁŚĞƚŚĞƌƚŽƚĂŬĞǇŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉƌĞƐƐŝŽŶƐŽŶƐĞǆƵĂů
behaviours at face value, or still to offer condoms in anticipation of the risk, which is 
somehow misinterpreted as an expectation or approval of sexual behaviour among the 
young women. 
7.5.2 Cultural and religious beliefs influencing SRH experiences and services 
The majority of young women cited several barriers to SRH services that were culturally 
and religiously related. The degree to which cultural and religious beliefs and attitudes 
ŝŶĨůƵĞŶĐĞĚƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐĚĞĐŝƐŝŽŶƐĂďŽƵƚĂĐĐĞƐƐƚŽƐĞǆƵĂůĂŶĚƌĞƉƌŽĚƵĐƚŝǀĞŚĞĂůƚŚ
(SRH) services, practising safer sex or engaging in sexual behaviours depended on the 
social support, economic pressures, self-ŝŵĂŐĞ ? ĂŶĚ ĐĂƌĞŐŝǀĞƌƐ ?ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ?
beliefs. These included men disliking condoms, the importance placed on male 
relationships and child bearing; denial of HIV positive status; fear that suggesting 
condom use would ĞůŝĐŝƚƐƵƐƉŝĐŝŽŶĨƌŽŵŽŶĞ ?ƐƉĂƌƚŶĞƌĂŶĚƌĞƐƵůƚŝŶƐŽĐŝĂůƌĞũĞĐƚŝŽŶ ?and 
caregivers and service providers upholding strong cultural and religious beliefs or 
assuming parent-child relationships with the young women. Similarly, while young 
women were expected to conform to cultural and religious norms and expectations 
surrounding sexual relationships like abstinence until marriage to safe-guard their own 
or their families ?ƌĞƉƵƚĂƚŝŽŶƐ ?ƐŽŵĞĐƵůƚƵƌĂůĂŶĚƌĞůŝŐŝŽƵƐďĞůŝĞĨƐůĞĚƚŚĞŵƚŽĞŶŐĂŐĞŝŶ
unsafe sexual activities. All these influenceĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ĚĞĐŝƐŝŽŶmaking 
power, leading to negative outcomes.  
 “ ? ? ?/n our culture, parents are discouraged to talk about sex with their 
children; my mother or service providers did not talk with me about 
contraceptive use or sexual issues apart from being encouraged to collect 
condoms; though I looked young I engaged in sex. ? (Zaiwo, 19) 
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The impact of cultural and religious beliefs was reflected in the quality of SRH 
discussions conducted and services offered to young women. A culture of silence 
blinded the service providers, including the caregivers, to perceptions of sexual risks 
making young women vulnerable. For instance, Ziliwe, Nane, Penina, Ulemu, Mwatitha, 
Gonjetso, Fatsani, Alindine, and Tawina reported a lack of discussion on sexual issues 
with their parents/caregivers, including service providers. As such, they attributed their 
early sexual activities and child bearing to lack of relevant information from their 
caregivers and service providers which they felt could also be attributed to cultural 
influence. Ms Kando added that some young women complained of having challenges 
with storage of condoms at home and anticipating trouble if they were ever seen by 
their caregivers. Thus, unless caregivers understand the adolescence phase as a period 
of sexual experimentation, adolescents are unlikely to collect or consistently use 
condoms. 
 “^ĞǀĞƌĂůĂĚŽůĞƐĐĞŶƚƐŚĂǀĞĐŽŵƉůĂŝŶĞĚĂďŽƵƚ ůĂĐŬŽĨƐĞǆƵĂůĚŝƐĐƵƐƐŝŽŶƐǁŝƚŚ
parents or service providers and proper place of storing condoms in homes 
and feel that if seen keeping condoms, they can be sent away. I think 
caregivers need special sessions on adolescent sexual health to support 
ĂĚŽůĞƐĐĞŶƚƐ ? sexual well-ďĞŝŶŐ ? ?  ?DƐ<ĂŶĚŽ ?EĂŶĞ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? )  
A few caregivers, (Mrs Botolo, Ms Ndengu, Mrs Zangawe and Mr Tambula) asserted that 
they had briefly discussed sexual issues with the young women. However, the majority 
(Mr Zaneni, Mrs Ndazi, Mrs Mbalume, Mrs Monali, Mr and Mrs Mipando) disclosed that 
ĐƵůƚƵƌĂůůǇ ĚŝƐĐƵƐƐŝŽŶ ŽŶ ƐĞǆƵĂů ŝƐƐƵĞƐ ǁŝƚŚ ŽŶĞ ?Ɛ ŽǁŶ ĐŚŝůĚ ǁĂƐ ĚŝƐĂƉƉƌŽǀĞĚ ?Instead, 
they delegated the responsibility to others like religious counsellors and grandmothers 
to discuss sexual issues with the young women. Furthermore, they emphasised the need 
for service providers to offer the young women detailed sexual discussions, including 
the risks.  
 “ŽƵůĚƚŚĞ service providers discuss with our girls the sexual issues including 
contraceptive use? We are limited with our culture, you just feel like, you are 
out of bounce; I feel now stopping her from indulging in sex is difficult and if 
she continues without any protection her life is in danger; I wish she knows 
the dangers of early sex. ?  ?DƌƐEĚĂǌŝ ?&ĂƚƐĂŶŝ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
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However, Zaiwo, Fatsani, Tawina, Chitsanzo, Tamando and Dalo, felt that collecting 
condoms from the centre, keeping and bringing the condoms for the sexual act was the 
responsibility of their male counterparts.  
  “I thought the partners would bring the condoms for the act; is it not them 
that have to bring it? But they did not; and many preferred unprotected sex; 
though I wished I had protected sex, but I could not tell them. I collected 
condoms once and I gave them all to him (sexual partner). I feel as a boy is 
the right person to keep them. ? (Tawina, 18) 
The service providers (Ms Kando, Mr Mbalame, Mrs Tayenda, Ms Mbenu, Mr Zidelu and 
Mr Pamba) cited the widely held belief among young women, who proclaim that it is 
ƚŚĞŵĂůĞƐ ?ƌĞƐƉŽŶƐŝďŝůŝƚǇƚŽĐŽůůĞĐƚŽƌďƌŝŶŐĐŽŶĚŽŵƐĨŽƌƚŚĞƐĞǆƵĂůĂĐƚ ?Ɛsuch, mostly 
condoms in the centres are collected by the male than female young people. 
Interestingly, the young women felt the female condoms were too big for them to use. 
 “dŚĞǇ ĞŶŐĂŐĞ in unprotected sex, while we have both male and female 
condoms in stock; the females feel their male counterparts should collect 
condoms; the female condoms they think are too big for them, such that 
when you show them they laugh their lungs out. ?  ?Dƌ DďĂůĂŵĞ ? hůĞŵƵ ?Ɛ
service provider, 38)  
Conversely, there was a belief that condoms are for those who are HIV positive and 
unfaithful to each other as sexual partners. This was a challenge for a number of young 
women (Tamando, Tawina, Chitsanzo, Dalo), as they could not negotiate for condom 
use with their sexual partners for fear of being deemed unfaithful or disclosing their 
positive HIV status. This further subjected them to risks of early child bearing and 
potential to transmitting the virus. Tamando also believed that since she was in early 
adolescence and had just initiated sexual contact, she could not be impregnated despite 
the risk of transmitting the virus. The association of condom use with unfaithfulness 
ǁĂƐ ĂůƐŽ ƐŚŽǁŶ ŝŶ &ĂƚƐĂŶŝ ?Ɛ ĞǆƉĞƌŝĞŶĐĞ ǁŝƚŚ ŚĞƌ ƚŚŝƌĚ ƐĞǆƵĂů ƉĂƌƚŶĞƌ ? Her partner 
terminated the relationship when she collected condoms from the centre, possibly 
signifying the gravity of the issue. 
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 “ ?I thought of collecting condoms from the centre, I left them at his 
(boyfriend) house, but when he found them he shouted at me asking where 
and why did I collect the condoms? He told me that he has been faithful to 
me, called me a prostitute and terminated the relationship? Is it that 
collecting condoms means you are unfaithful? Is it such a big blunder for a 
girl collecting condoms? I will never collect them again. ? (Fatsani, 17)  
DƌDĞŶĚĂ ?dĂǁŝŶĂ ?ƐĐĂƌĞŐŝǀĞƌ )ĂƐĂŵĂŶĂǁĂƌĞŽĨƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐŝŶŚŝƐ (rural) area, 
emphasised the use of injectable contraceptives to prevent pregnancies among young 
women rather than condoms. This signified strong cultural value attached to 
unprotected sex for men in rural area.  
 “hse of injectable contraceptives among young women is a welcome idea if 
you are to prevent unwanted pregnancies in this area, where men hate 
condoms; let her have injectable contraceptives than condoms because 
chances are high to engage in plain sex. ? ?DƌDĞŶĚĂ ?dĂǁŝŶĂ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
The influence of culture was also reflected in the service providers ? approach in offering 
SRH services, displaying judgemental attitudes on sexual issues and reluctance to offer 
contraceptives to young women, which is incongruent with the National Sexual and 
Reproductive Health policy. 
 “I think culture greatly influences our perception ƚŽǁĂƌĚƐĂĚŽůĞƐĐĞŶƚƐ ?ĂĐĐĞƐƐ
to SRH services. Sexual issues are very sensitive, adults including service 
providers do not freely discuss with them. Always I say to myself should I 
really give her (Alindine) condoms or not; I reluctantly offer condoms after 
asking lots of questions, this makes many not to collect condoms - our 
attitude...... even home I ĚŽŶ ?t discuss sexual issues with my children, I just 
tell them avoid men they will infect or impregnate you, but not the  ‘how ? 
aspect. ?(Mrs Yinde ?ůŝŶĚŝŶĞ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? )  
There was strong view among the service providers (Mr Hanuya, Ms Kando, Mr 
Mbalame, Mrs Tayenda, Ms Benga, Mrs Khambi, Mr Pamba, Mr Zidelu and Mr Nandi) 
that sexual discussions between parents and their children are culturally disapproved 
of, and are regarded as obscene or taboo, despite being incorporated in the school 
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curriculum. Similarly, assuming parental roles towards young women, service providers 
felt culturally restrained to provide contraceptives to young women and often 
emphasised abstinence ?ƚƵƌŶŝŶŐĂďůŝŶĚĞǇĞƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůǁĞůů-being. They 
perceived that offering condoms was approving of sexual activities among the young 
women, which exposed most young women to unwanted pregnancies, re-infections and 
HIV transmission.  
 “s a mother, assuming a parental role, I feel very uncomfortable offering 
contraceptives to these girls; it is like encouraging them to do it (sex). Could 
they have benefited from school curriculum may be? Culturally one feels 
restrained to offer them contraceptives; you would wish they could abstain 
but many are becoming pregnant. ?   ?Dƌ <ŚĂŵďŝ ? dĂŵĂŶĚŽ ?Ɛ ƐĞƌǀŝĐĞ
provider, 53) 
The male service providers (Mr Hanuya, Mr Mbalame, Mr Zidelu, Mr Pamba and Mr 
Nandi) indicated that culturally they were also challenged about discussing sexual 
issues in details with the young women for fear of being misinterpreted as advancing 
their sexual agendas. There was strong belief, particularly among the male service 
providers, who were single (Mr Zidelu and Mr Pamba), who felt it could risk their 
professional integrity. 
  “Though  ‘Ăŵ Ă service provider, culturally ďĞŝŶŐ Ă ŵĂŶ ? ŝƚ ?Ɛ ĐŚĂůůĞŶŐŝŶŐto 
discuss sexual issues, menstrual period with the girls; it requires the females 
to explain. These issues are sensitive, have cultural and social implications; 
fear of being suspected otherwise. ? ?DƌŝĚĞůƵ ?&ĂƚƐĂŶŝ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
Nevertheless, some service providers (Mr Hanuya, Ms Kando, Ms Mbenu, Mr Mbalame 
and Mr Nandi) reported being controlled by their strong religious beliefs that those who 
are not married should abstain from sexual activities. They believed this could be one of 
the reasons ĨŽƌƚŚĞƉƌŽǀŝĚĞƌƐ ?ũƵĚŐĞŵĞŶƚĂůĂƚƚŝƚƵĚĞƐŝŶƚŚĞƉƌŽǀŝƐŝŽŶŽĨ^Z,ƐĞƌǀŝĐĞƐƚŽ
ǇŽƵŶŐƉĞŽƉůĞůĞĂĚŝŶŐƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐĐŽŶĐĞĂůŵĞŶƚŽĨƚŚĞŝƌƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐ ? 
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 “KƵƌƌĞůŝŐŝŽƵƐďĞůŝĞĨ ? ‘ŶŽƐĞǆƚŝůůŵĂƌƌŝĂŐĞ ?ƐŽǇŽƵũƵƐƚĨĞĞůůŝŬĞŶŽƚĚŽŝŶŐƚŚĞ
right thing offering contraceptives to adolescents. Our religious and cultural 
ďĞůŝĞĨƐ ?ŝƚ ?ƐůŝŬĞǇŽƵĂƌĞƉƌŽŵŽƚŝŶŐ prostitution. Even myself at the age of 39, 
though am an adult, but because am not married, people can easily 
associate presence of condoms in my house with prostitution. With this 
mentality, most providers are reluctant ƚŽŽĨĨĞƌĐŽŶĚŽŵƐƚŽĂĚŽůĞƐĐĞŶƚƐ ? ? ? ?
 ?DƐ<ĂŶĚŽ ?EĂŶĞ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? )  
DƐ <ĂŶĚŽ ?Ɛ ĂĐĐŽƵŶƚ ƌĞŵĂƌŬĂďůǇ ƐŝŐŶŝĨŝĞƐ ŚŽǁ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ƌĞĨůĞĐƚ ŽŶ ƚŚĞŝƌ ŽǁŶ
cultural beliefs as they provide SRH services to young women. 
While some young women feared pregnancy as they associated it with ill health, there 
was strong view that a number of young women (Ziliwe, Zaiwo, Chitsanzo, Tamando and 
Dalo) valued child bearing to maintain their sexual relationships and ŵĞĞƚ ƐŽĐŝĞƚǇ ?Ɛ
expectations, hence promoting their self-worth as young women and as a mark of their 
femininity. This was evidenced by their subsequent pregnancies and lack of compliance 
ǁŝƚŚ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ? ĂŶĚ ƚŚĞŝƌ ĐĂƌĞŐŝǀĞƌƐ ? ŝŶƐƚructions on contraceptive use. For 
instance, after her first abortion, Chitsanzo was very grateful to God that He had made 
her life purposeful and her womanhood complete by giving her a second child thus 
promoting her self-worth as a young woman.  In contrary, Mrs Mbalume felt that getting 
married and child bearing were very risky for Chitsanzo despite the need to be like any 
other young woman and to meet societal expectations. 
 “I told her that she made a mistake to have a baby because that may reduce 
her body immunity; but I know she desires to be like anyone else and do what 
is expected of her as a young woman in the society. ?(Mrs Mbalume, 
ŚŝƚƐĂŶǌŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? )  
  “I lost my first pregnancy but now am very excited that I have a baby, am 
married, am a mother despite my HIV status; others are unable to bear a 
ĐŚŝůĚƚŚŽƵŐŚŚĂƉƉŝůǇŵĂƌƌŝĞĚ ? ?(Chitsanzo, 19) 
ƌĂǁŝŶŐĨƌŽŵŚŝƚƐĂŶǌŽ ?ƐĂĐĐŽƵŶƚ ?ŝƚƐĞĞŵĞĚƚŚĂƚƐŚĞƐƚƌŽŶŐůǇǀĂůƵĞĚĐŚŝůĚďĞĂƌŝŶŐĂƐĂ
married young woman. Culturally, there was strong connection between childbearing 
and a positive marital relationship. However, Mrs Mbalume indicated that culturally, 
257 
 
ŚŝƚƐĂŶǌŽ ?ƐŚƵƐďĂŶĚ, apart from raising the child from the adopted pregnancy, would be 
longing to have his own biological child as a mark of his masculinity, which could expose 
Chitsanzo to ill-health with increased childbearing. Mrs Mbalume further indicated that 
there was a high risk for Chitsanzo to transmit the virus to her potential babies, as she 
never disclosed her status to negotiate condom use, hence her children would be an 
added burden upon her family.  
 “^ŚĞĂƉƉĞĂƌƐĞǆĐŝƚĞĚďĞŝŶŐŵĂƌƌŝĞĚ ?but her husband will not be interested 
just to have an adopted child, he will also ensure he has his own to show that 
he is man enough. There is little I can do about that but if she continues 
bearing children will that not have negative effect upon her health? How 
about the possibility of giving birth to an HIV child? Will that not be an extra 
burden ? ? ?DƌƐDďĂůƵŵĞ ?ŚŝƚƐĂŶǌŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
Similarly, the male sexual partners culturally valued child bearing as a mark of their 
masculinity. For instance, DƌDǁĞŶĚŽ ?Ɛ ?dĂŵĂŶĚŽ ?ƐŚƵƐďĂnd) decision to have at least 
one child was to abide with cultural norms and to avoid any form of societal reproach of 
his family. This likely exposed Tamando to risks of poor reproductive health outcomes 
considering her age at child bearing (15 years) and the potential for transmitting the 
virus to her husband and the baby. 
 “ ? ? ? ?my plans had been to have an HIV negative child and maintain my 
negative status. Thinking of the possibility that I can be HIV positive, I 
adopted another safe measure which may not be 100% safe, I went for 
circumcision in 2010 in order to have unprotected sex, so as to ensure that 
she gets pregnant then we continue using condoms. She conceived at the age 
of 15, the baby has been on artificial milk, am glad that his first HIV test 
came out negative ? ?  ?DƌDǁĞŶĚŽ ?dĂŵĂŶĚŽ ?ƐĐĂƌĞŐŝǀĞƌ ? ? ? ) 
However, there were conflicting views between the caregivers and service providers 
regarding child bearing in young women. The service providers Mr Malido, Mr Mbalame 
and Mrs Yinde shared their views with some of the young women on the need for them 
to align themselves with society expectations (having a child) if they were to be 
considered a woman or an adult or to avoid societal reproach. This was contrary to 
ĐĂƌĞŐŝǀĞƌƐ ? ǀŝĞǁƐ  ?DƐEĚĞŶŐƵ ?Ɛ ?DƌƐ Ndazi, DƌƐDŽŶĂůŝ ?Ɛ ?ĂŶĚDƌƐDďĂůƵŵĞ ?Ɛ )as the 
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latter were more concerned about ǇŽƵŶŐǁŽŵĞŶ ?Ɛ risk of passing on the virus to their 
potential babies. While the service providers were concerned with meeting societal 
expectations, the caregivers were concerned with the consequences of HIV positive 
status on child bearing and the anticipated increase in caring burden.   
 “hild bearing is in line with the expectations of this rural area, if she 
(Chitsanzo) is to be considered a grown-up has to have a child; otherwise she 
is still regarded as a Őŝƌů ? ? ?DƌDĂůŝĚŽ ?ŚŝƚƐĂŶǌŽ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
  “ ? ? ?when she (Alindine) gets married she should have at least one child ? ? ?
Our culture without a child, you are scolded by people especially the 
ŚƵƐďĂŶĚ ?Ɛ ƌĞůĂƚŝŽŶƐ, you are not respected as the wife, and marriages get 
disrupted; my sister because she does not have a child for several years, her 
marriage is chaotic. ?  ?DƌƐzŝŶĚĞ ?ůŝŶĚŝŶĞ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ?45) 
ZĞĨůĞĐƚŝŶŐŽŶDƌDĂůŝĚŽ ?ƐĂŶĚDƌƐzŝŶĚĞ ?ƐĂĐĐŽƵŶƚƐŝƚŝƐ interesting to note that service 
providers also associate womanhood with child bearing, and are more concerned about 
societal expectations. The ambivalences in cultural and religious beliefs among young 
women, caregivers and service providers are significantly linked to differences in their 
^Z,ƉƌŝŽƌŝƚŝĞƐŝŶĨůƵĞŶĐŝŶŐǇŽƵŶŐǁŽŵĞŶ ?Ɛ^Z,ŽƵƚĐŽŵĞƐ ? 
7.5.3  “tĞŶĞĞĚƚŽďĞŚĞĂƌĚ ? 
While sexual activity is a basic source of gratification, well-being and intimacy, and is 
important for overall health, it appears to be associated with emotional/interpersonal 
ĐŽŶĨůŝĐƚƐ ĂŶĚ ƐŝƚƵĂƚŝŽŶƐ ƚŚĂƚ ũĞŽƉĂƌĚŝǌĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŽƉƚŝŵĂů ŚĞĂůƚŚ ŽƵƚĐŽŵĞƐ ?
Therefore, a number of young women (Ziliwe, Nane, Penina, Fatsani, Tawina, Chitsanzo, 
Zaiwo, and Dalo) expressed the need for individualised SRH discussions with service 
providers. They felt individualised SRH education would provide them with 
opportunities to express their concerns and ask questions on personal sexual issues for 
informed decision making, rather than the group discussions that are prevalent during 
teen club meetings. They perceived that being deprived of appropriate sexual education 
was exposing them to various dangers ranging from unsafe sexual practices to early 
child bearing. 
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 “Before I became pregnant, the service providers ŽƌŵǇƐŝƐƚĞƌƐĚŝĚŶ ?ƚĚŝƐĐƵƐƐ 
with me about sexual related issues. They need to hear my concerns; I 
needed information as an individual especially on other methods of 
contraceptives apart from condoms; if that had happened possibly my 
pregnancies could have been prevented. ?(Chitsanzo, 19) 
Ziliwe, Fatsani, Zaiwo, and Chitsanzo reported lacking an opportunity about decision 
making and choices regarding contraceptive use and they felt that jeopardised their SRH 
outcomes. They strongly perceived that only if they were heard and provided with other 
options of contraceptives without restrictions, their pregnancies could have been 
prevented. Ziliwe and Zaiwo perceived that lacking proper guidance on sexual issues 
exposed them to teenage pregnancies. 
 “ ? ?we are not given an opportunity to choose the method we want. In  
consultation rooms, we are just told to collect condoms in case we may need 
them without hearing what I wanted; they never checked whether I had 
problems with condom use or not? We were informed to ask our caregivers 
to come, if we were to access injectable contraceptives; how could I ask my 
aunt to approve my sexual behaviour? I could not; now I have a baby 
because I was not heard ? ? ?(Ziliwe, 18) 
Reflecting on ZiliǁĞ ?Ɛ ĂĐĐŽƵŶƚ ? ŝƚ ŝƐ ĐůĞĂƌ ƚŚĂƚ ƐŚĞ ĨĞůƚ ƚŚĂƚ ŚĞƌ ƐĞǆƵĂů ďĞŝŶŐ ǁĂƐ ŶŽƚ
ĐŽŶƐŝĚĞƌĞĚďǇŚĞƌƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?dŚŝƐǁĂƐĂůƐŽƌĞĨůĞĐƚĞĚŝŶDƐĞŶŐĂ ?ƐƐĞŶƚŝŵĞŶƚƐ; 
they thought Zaiwo was too young for sexual discussion and only to be shocked with 
her pregnancy. 
  “ ?ǁĞƚŚŽƵŐŚƚƐŚĞǁĂƐƐƚŝůůǇŽƵŶŐ ? ?ǁĞǁĞƌĞƐƵƌƉƌŝƐĞĚƚŽƐĞĞŚĞƌƉƌĞŐŶĂŶƚ
ĂƐĞĂƌůǇĂƐĂŐĞ ? ? ? ?(Ms Benga, ĂŝǁŽ ?ƐƐervice provider, 33) 
A number of young women preferred younger professionals, who they perceived to be 
more friendly and understanding of their sexual issues than nurses who had been in 
contact with them since their childhood. This could be due to perceptions and 
companion-like rapport with people closer to their own age rather than the approaches 
by the service providers. 
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 “Whenever I visited the centre, I was not open with them, the same nurses 
who have been here since I started getting treatment at age 10; looking at 
you as her own child; how could I tell her the truth about my sexual 
behaviour? We need the youth to talk the same langƵĂŐĞ ? ?(Tamando, 17) 
Service providers believed that appropriate, effective and non-judgemental information 
could assist young women to balance sexual rights and responsibilities. However, Mr 
Hanuya, Ms Kando, Ms Mbenu, Mr Mbalame, Mrs Tayenda, Mr Pamba, Mr Malido and 
Mr Zidelu perceived that lack of child counselling and youth friendly skills led to service 
ƉƌŽǀŝĚĞƌƐ ?judgemental attitudes towards the young women, thus inhibiting their sexual 
well-being ďǇ ƉƌĞƐĞŶƚŝŶŐ Ă ďĂƌƌŝĞƌ ƚŽ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂĐĐĞƐƐ ƚŽ SRH services and 
openness on sexual issues.  
 “ ? ? ?ŵĂŶǇ of us lack child counselling and adolescent friendly skills, yet our 
adolescents are sexually active and need us to provide appropriate 
information on sexual issues rather than being judgemental. Lack of these 
skills makes many of us unfriendly to them; thus why they remain closed up ? ?
 ?DƐdĂǇĞŶĚĂ ?DǁĂƚŝƚŚĂ ?ƐƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌ ? ? ? ) 
On the other hand, a number of young women believed that being reviewed by specific 
service providers would assist in following up their personal and sexual issues. They 
perceived that being seen by several service providers at the centre became a challenge 
because there was always disruption to personal care, especially education and 
counselling whenever they had to meet different service providers. Ziliwe, Zaiwo, 
Chitsanzo, Tamando and Dalo perceived that this was even worse when they had to 
attend antenatal clinic in a different health facility where they felt like being lost to 
follow-up by their service providers who knew them better. 
 “ĞŝŶŐƐĞĞŶďǇĚŝĨĨĞƌĞŶƚƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐis challenging, every time you start 
with a new aspect, being asked the obvious things, which you were supposed 
to continue from where you stopped during last visit; and this becomes a 
bigger challenge when you are lost to antenatal clinic where you are a 
stranger in a strange environment; starting all over again, not even sure 
what to disclose and to reserve. ? (Dalo, 19) 
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Service providers like Mr Hanuya, Mrs Rwinu, and Mrs Nganya highlighted that despite 
the increased workload, lack of continuity of care in the centres also contributed to 
ǇŽƵŶŐǁŽŵĞŶ ?ƐůŽƐƐƚŽĨŽůůŽǁ-up.  
 “dŚĞƌĞŝƐŶŽĐŽŶƚŝŶƵŝƚǇŽĨĐĂƌĞĚƵĞƚŚe setup of our clinic. I have a number 
of adolescents that I see and it becomes easier in terms of quality of care I 
provide because I know them better. It is more challenging if we keep on 
transferring patientƐĂŵŽŶŐƐƚƉƌŽǀŝĚĞƌƐďĞĐĂƵƐĞŝƚ ?s like you are starting all 
over again; I think with Penina there was no continuity of care and she got 
lost in the process till ƐŚĞĐĂŵĞǁŝƚŚƐƵŝĐŝĚĂů ŝĚĞĂƐ ? ?  ?DƌƐZǁŝŶƵ ?WĞŶŝŶĂ ?Ɛ
service provider, 33) 
In this section, it is clear that young women encounter socio-economic, moral and sexual 
challenges and would like to be heard and exercise their agency in making decisions and 
choices regarding SRH services. 
Figure 7 illustrates the structural realities within the family, society and the health 
systeŵƐ ƚŚĂƚ ŝŶĨůƵĞŶĐĞĚ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƚƌĂũĞĐƚŽƌǇ to womanhood, which was 
complicated by the HIV positive status. When the young women were able to access 
emotional support, love, resources (material and financial) and SRH information, and 
make significant SRH choices, they were able to build a positive identity, exercise their 
agency, achieve academic and vocational goals and adopt safer sexual practices. This in 
turn enabled the young women delay childbearing as demonstrated in Figure 7. 
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Figure 7  Structural realities in young women's trajectory to womanhood 
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7.6 Conclusion  
This chapter has explored ǇŽƵŶŐǁŽŵĞŶ ?ƐƌĞƉƌĞƐĞŶƚĂƚŝŽŶŽĨƚŚĞŝƌƐĞǆƵĂůǁĞůů-being and 
how their sexual needs are met. It is evident that perinatally HIV infected young women 
engage in sexual activities as they approach womanhood and they consider it as normal. 
However, their sexual being was more complicated with their HIV positive status 
leading to a complex social and moral terrain. It is clear that financial pressures, cultural 
and religious beliefs/expectations and service providerƐ ?ĂƚƚŝƚƵĚĞƐƚŽǁĂƌĚƐƚŚĞŝƌƐĞǆƵĂů
well-being seemed to put young women in a dilemma as they approached womanhood. 
Yet, this is the time they need to make independent, critical and reliable decisions 
towards optimal SRH outcomes.  
The ǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůďehaviour was perceived by caregivers and service providers 
as posing danger to their health or well-being, especially when it was used as an 
economic strategy in order to conform with peers and to secure material advantages. 
zŽƵŶŐǁŽŵĞŶ ?ƐƐƚƌĂƚĞŐŝĞƐƚŽƐĞĞŬůŽǀĞ ?ĂĐĐĞƉƚĂŶĐĞŽƌŵĂƚĞƌŝĂůĂĚǀĂŶĐĞŵĞŶƚŽĨƚĞŶůĞĚ
them into complex situations where they were taking sexual risks or had little control 
over their reproductive health. Accessing SRH care was hindered by normative cultural 
practices that made it hard for providers, caregivers or young women to talk about 
relationships, sexual behaviour or contraception. This exposed a number of young 
women to early child bearing and poor SRH outcomes. Young women desire integrated 
models of ĐĂƌĞ ? ŽĨĨĞƌŝŶŐ Ă  ‘ŽŶĞ-ƐƚŽƉ ƐŚŽƉ ? ŝŶĐůƵĚŝŶŐ continuity of care, 
practical/material support, expanded contraceptive services and support for those who 
become pregnant or have children. 
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CHAPTER EIGHT 
DISCUSSION OF THE FINDINGS 
8.1 Introduction 
The findings of the current study suggest that the complexity of the social, cultural, 
ĞĐŽŶŽŵŝĐ ĂŶĚ ŵŽƌĂů ĐŽŶƚĞǆƚƐ ĚŝŵŝŶŝƐŚĞƐ ǇŽƵŶŐ ǁŽŵĞŶ ?ƐĂŐĞŶĐǇ ? ĚĞĐŝƐŝŽŶ ŵĂŬŝŶŐ
power and choices in sexual issues hence increasing their vulnerability to poor life 
prospects as reflected in Figure 7. Positive HIV status negatively impacted upon young 
ǁŽŵĞŶ ?Ɛ ƐĞŶƐĞ ŽĨ ďĞůŽŶŐŝŶŐ ĂŶĚ ƐĞůĨ-worth, with many of them enduring a sense of 
sadness that was rarely openly addressed. Their lives were full of tensions and 
complications, particularly around socio-economic realities and status, self-image, 
intimacy, identity choices, peer pressure, loss of physical attractiveness, gender power 
imbalances and social and cultural normative expectations. zŽƵŶŐǁŽŵĞŶ ?ƐƐƚƌĂƚĞŐŝĞƐ
to seek love, acceptance or material advancement often led them to take sexual risks 
and left them with little control over their reproductive health. Both the caregivers and 
ƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐŽĨƚĞŶ ‘ƚƵƌŶĞĚĂďůŝŶĚĞǇĞ ?ƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůĂĐƚŝǀŝƚŝĞƐ ?ůĞĂĚŝŶŐ
to poor SRH outcomes. However, Figure 7 demonstrates how access to emotional 
support, affection, resources and SRH information and choices significantly enabled 
some of the young women to cope with their complex situations within the family and 
at community level and influenced their individual identity, capacity and SRH outcomes. 
This chapter therefore demonstrates that several factors shaped ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
psychosocial and sexual experiences.  
The chapter will discuss these key findings in conjunction with the relevant literature 
and will relate the main themes to the two overarching study objectives which are:  
 To explore the psychosocial experiences and challenges of growing up with 
perinatally-acquired HIV for the young women  
 To explore the sexual and reproductive experiences and SRH challenges for 
young women growing up with perinatally-acquired HIV and the impact of the 
current HIV related and SRH services 
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The chapter is therefore divided into two main sections. The first section discusses 
young women ?Ɛ psychosocial experiences of living with HIV. The key issues that 
influenced ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛpsychosocial experiences included stigma and identity 
issues, cultural silence, coping capabilities and caregiving challenges. Adult support 
networks, early status disclosure, spiritual and religious practices emerged from the 
data as effective coping strategies among young women. The impact of the complex 
dynamic relationships between the young women and their caregivers on young 
ǁŽŵĞŶ ?Ɛ psychosocial experiences is also illustrated. The feelings of being neglected or 
rejected by their caregivers for years and living with cultural silence made young 
women endure their long suffering on their own. However, lack of support networks 
and decisions about telling young women about their HIV status were fundamental 
struggles for caregivers that had considerable impacts ƵƉŽŶ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
psychosocial experiences. These struggles affected the ways caregivers dealt with the 
practical psychosocial and economic issues affecting young women and are presented in 
light of the previous literature.  
The second section focuses on the sexual and reproductive experiences and challenges 
for the young women as the main issues that emerged in the data. The researcher 
argues that the challenges regarding sex and relationships were influenced by three 
main issues: (i) socio-economic factors, (ii) gender and power relation factors, and 
service provision and service provider factors. This section particularly illustrates how 
cultural/religious issues create tensions and ambivalences in the health systems 
ĂĨĨĞĐƚŝŶŐǇŽƵŶŐǁŽŵĞŶ ?Ɛ^Z,ĚĞĐŝƐŝŽŶƐĂŶĚability to access care. In light of the findings 
of this study and in the context of the literature and current SRH policy, emphasis is 
placed on the roles of young women themselves, caregivers and health care systems in 
promoting agency
24
 and empowerment
25
 among the young women. This will counteract 
the negative impacts of stigma, social, cultural, and moral norms and gender power 
relations upon the young women, hence facilitating their healthy womanhood with 
optimal SRH outcomes.    
                                                     
24/Ŷ ƚŚŝƐ ƐƚƵĚǇ ?ĂŐĞŶĐǇ ƌĞĨĞƌƐ ƚŽ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂďŝůŝƚǇ ƚŽ ƌĞĨů Đƚ ĂŶĚ ĂĐƚ ŽŶ ŝƐƐƵĞƐ ĂĨĨĞĐƚŝŶŐ ƚŚĞŝƌ ůŝǀĞƐ
including SRH related, make effective choices and transform the choices into desired outcomes (Alkire 
2009). 
25 ŵƉŽǁĞƌŵĞŶƚĚĞĨŝŶĞĚĂƐ ‘ĂƐŽĐŝĂůƉƌŽĐĞƐƐŽĨƌĞĐŽŐŶŝƐŝŶŐ ?ƉƌŽŵŽƚŝŶŐĂŶĚĞŶŚĂŶĐŝŶŐƉĞŽƉůĞ ?ƐĂďŝůŝƚŝĞƐ
to meet their own needs, solve their own problems and mobilise the necessary resources in order to feel 
ŝŶĐŽŶƚƌŽůŽĨƚŚĞŝƌůŝǀĞƐ ?'ŝďƐŽŶ ? 1991:355.    
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8.2 Psychosocial experiences and challenges in growing up with HIV 
The discussion in this section illuminates the first study objective and focuses on the 
psychosocial experiences of the young women. WĂƌƚŝĐŝƉĂŶƚƐ ?accounts identified several 
key issues that influenced their psychosocial experiences, namely: building a positive 
identity, cultural silence, coping capabilities and caregiving challenges. 
8.2.1 Building a positive identity 
The findings of the current study show that young women strived to build a positive 
social identity for themselves upon finding out about their HIV positive status. The 
majority of the young women experienced low socio-economic status, physical 
limitations and loss of physical attractiveness, which they perceived resulted in them 
being viewed negatively by others in society, including their peers, particularly the 
males. Erikson (1977 :106) indicates that  “ƚŚĞƉƌŽĐĞƐƐŽĨidentity formation depends on 
the interplay of what young persons at the end of childhood have come to mean to 
themselves and what they now appear to mean to those who become significant to 
ƚŚĞŵŝŶƚŚĞƐŽĐŝĞƚǇ ? ?For the young women in the current study, coming to terms with 
their HIV positive identity, in addition to feelings of looking different from their female 
counterparts and experiencing social rejection within society (including peers) was 
challenging to their social identity. As asserted by Coleman and Hendry (2002), identity 
formation among young people is often based on social comparisons. Hence,  “young 
people need to identify with others is an important factor in developing their growing 
sense of identity ? (Bohlin, 2005:16). Similar to previous work (Busza et al., 2013 , Obare 
and Van der Kwaak, 2010 , Birungi et al., 2009), young women in the current study 
desired to lead a normal life like their HIV negative counterparts in order to fit in their 
social groups. This typically had positive implications upon their self-worth and social 
identity. Close (2010 ) affirms that adolescence is the stage during which young people 
want to fit in, feel normal and exert their independence. Therefore, in deciding who to 
associate with for social support and identity, the young women were active agents, 
engaging in strategies which were both financially and socially empowering.  
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Identity formation is a fundamental aspect of psychosocial development during 
adolescence, and chronic illness like perinatal HIV exposes young people to the  “ƌŝƐŬŽĨ
developing a ƐƉŽŝůĞĚ ŝĚĞŶƚŝƚǇ ? (Petersen et al., 2010:975). In the current study, young 
ǁŽŵĞŶ ?Ɛ ƉĞƌĐĞƉƚŝŽŶƐ ŽĨ ůŽŽŬŝŶŐ ĚŝĨĨĞƌĞŶƚ ĨƌŽŵ ƚŚĞŝƌ ƉĞĞƌƐ ĂŶĚ ďĞŝŶŐ ƌĞũĞĐƚĞĚ ďǇ ƚŚĞ
society (including peers) emerged as key psychosocial challenges and often led to 
feelings of eŵďĂƌƌĂƐƐŵĞŶƚ ?dŚĞǇĚĞƐĐƌŝďĞĚ,/sŝŶĨĞĐƚŝŽŶĂƐĂ ‘ƐŚĂŵĞĨƵů ?ĚŝƐĞĂƐĞƐŝŶĐĞŝƚ
is associated with immoral sexual behaviours which they believed was not a true 
reflection of their own behaviours. This triggered internalised stigma that negatively 
affected their feelings about self and association with peers, hence affecting their 
psychosocial well-being. Individuals living with HIV have long been associated with 
sexual promiscuity and immorality (Campbell et al., 2010 , Mbuno et al., 2009 , Bogart 
et al., 2008 , Parker and Aggleton, 2003). Kang et.al. (2008) found that young people 
find it difficult to cope with their HIV identity as they struggle to disassociate 
themselves from adults who acquire HIV through socially unacceptable behaviours such 
as risky sexual activities.  
Ferreira et. al. argued that the challenges of accepting the HIV identity comprise a phase 
in the developing adolescent identity, in which the young woman does not recognise 
the HIV identity as part of the self (Ferreira et al., 2014). When a young woman does not 
adjust to illness identity, she may manifest emotion-centred coping strategies which 
may result in display of problem-centred coping associated with negative consequences 
on her physical and mental well-being (LeBlanc et al., 2003). In contrast, when the 
young woman accepts her HIV identity, that allows her to set goals for her future 
(Hosek et al., 2002).  
Like the ǇŽƵŶŐƉĞŽƉůĞ ŝŶ'ƌĞŝĨŝŶŐĞƌĞƚĂů ? ?Ɛ(2008) study, young women in the current 
study perceived that they were treated differently to their HIV negative peers, rejected 
and marginalised - leading to reduced sense of belonging to families, peers and society 
and loss of their personal and social identity. Several young women recounted instances 
of stigma such as name calling and experiencing discriminatory behaviours from 
caregivers, community members and service providers. According to Campbell et al. 
(Campbell et al., 2010), name calling among HIV infected young people disrupts their 
self-image. These findings though supported by several previous studies conducted in 
Malawi (Muheriwa et al., 2013 , Njunga, 2008 , Muula and Mfutso-Bengo, 2005), HIV-
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related stigma still remains highly pervasive despite the government efforts to mitigate 
this.  
The psychosocial impact of stigma on young women was a significant finding in the 
current study affecting their personal and social identity. The social and physical 
changes the young women encountered constituted the complex milestones for them 
to pass through. Several studies reported that young women who are not satisfied or 
feel embarrassed with their physical appearance are less likely to assert themselves 
sexually, including negotiating for safer sex with a sexual partner or exerting their ability 
to make healthy sexual relationships (Rohleder, 2010 , Gillen et al., 2006). Physical 
appearance is the main factor influencing the experiences of young ǁŽŵĞŶ ?ƐƐĞǆƵĂůŝƚǇ
and sexual identity (Schooler et al., 2008). Females typically become more concerned 
with their appearance than their male counterparts, as they strive to develop an 
identity. While a recent study (Bale and Archer, 2013) has revealed that facial 
attractiveness is associated with more positive friendship, professional and familial 
relationships in women, previous studies found that any visible disease in young women 
is more likely to elicit depression and stigmatization from peers (Impett et al., 2006, 
Tolman et al., 2006). The current study has extended these findings and added a new 
insight that the stigma related to the change in physical appearance (body image 
changes) amongst young women more commonly stems from the perceptions of their 
female counterparts. They seemed to uphold masculine dominance in evaluating or 
targeting feminine physical outlook for sexual advances, which signified how the young 
women based their self-worth and physical attractiveness from others (particularly 
men) on their appearance. This placed the marginalised young women at risk of forming 
unhealthy male relationships in which they were sexually abused as they strived to form 
their social identity. Similarly, a study in Kenya found that a significantly higher 
proportion of HIV infected female adolescents than their male counterparts experience 
physical and sexual abuse as they associate with males for social status (Obare and Van 
der Kwaak, 2010).  
zŽƵŶŐ ǁŽŵĞŶ ?Ɛcapability to build an identity which was lost to HIV infection was 
dependent on several factors, including adult support networks and the perception of 
self in the current study. The findings have revealed that adult support networks and 
positive self-image were associated with a sense of belonging to the family, peers and 
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society (regaining their identity). Similarly, a loss of adult support networks and 
negative self-image was associated with limited capabilities to exercise their agency or 
lost opportunities for young women to advance academically and in a career. This made 
many young women more vulnerable to sexual activities in exchange of financial and 
material gains in order to promote their social identity. These strategies increased 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ already marginalised and subordinate status in the society (UNAIDS, 
2008). 
It is important to note that not all young women in the current study experienced HIV 
infection as a threat to their social identity. Several young women engaged in various 
compensatory behaviours such as small-scale businesses and/or engaging in sexual 
activities for financial and material gains to boost their social status hence social 
identity. Nevertheless, some of these strategies posed risks to their well-being, as 
reflected in Section 7.3.1. By adopting compensatory strategies and limiting their 
interactions to those with whom they felt loved and accepted, they attempted to 
preserve their normalcy. This signifies that young women do have the agency and 
capability to autonomously deal with their social challenges, limits and demands in their 
everyday lives.  
8.2.2 Living with cultural silence 
The current study has shown that within most families and health services, young 
ǁŽŵĞŶ ?ƐƚŚŽƵŐŚƚƐĂŶĚĨĞĞůŝŶŐƐĂďŽƵƚƚŚĞŝƌƉŽƐŝƚŝǀĞ,/sƐƚĂƚƵs, living with a stigmatised 
disease, disruptions in family structures and sexual relationships are not addressed, 
with the result that they endure their suffering alone. This was epitomised by young 
ǁŽŵĞŶ ?ƐĞǆƉƌĞƐƐŝŽŶŽĨƐƵŝĐŝĚĂůŝĚĞĂƐŽƌĂƚƚĞŵƉƚƐ, and unspoken grief when they were 
given an opportunity to share their lived experiences with the researcher. A number of 
young women were heartbroken as they explained about their traumatic experiences of 
feeling neglected or rejected for years after being diagnosed HIV, or loss of their 
parents, antagonistic relationships with their caregivers (especially step-mothers), and 
lack of a safe place following physical and sexual abuse. The young women felt they 
endured this long suffering on their own. They silently felt the absence of adult support 
in their lives, particularly the caregivers/service providers, as they endured the hidden 
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pain and tragedy of the disease, whilst looking for subsistence to meet their basic 
needs.  
It has been argued that culture in Africa is often used as an excuse for silence 
surrounding discussions of sensitive topics like sex, illness and death with young people 
(Daniel et al., 2007 , Daniel, 2005). Culturally people believe that death is too traumatic 
and often difficult for young people to cope with. In the current study, it could be that 
cultural silence made young women endure the suffering on their own, as death and 
sexual issues are not commonly discussed with children in many Malawian cultures 
(Watkins and Swidler, 2009). Cultural silence in the current study refers to cultural 
taboos against discussing with young people about sex or death (Daniel et al., 2007). 
^ƵĐŚ ďĞůŝĞĨƐ ĂŶĚ ĨĞĂƌƐ ůŝŵŝƚĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛopportunities for talking about 
bereavement and sexual issues, and hindered them from dealing with their intense 
feelings and challenges. Some young women in the current study also described 
ruminating  ? ‘ƚŚŝŶŬŝŶŐƚŽŽŵƵĐŚ ? ) about their multiple losses as having negative impact 
upon their academic endeavours and association with peers, especially those who they 
perceived to be attractive, with parents that were providing for all their basic needs. 
They felt they were easily identified as looking different from others. The current study 
ƐŚŽǁƐƚŚĂƚǇŽƵŶŐǁŽŵĞŶ ?ƐŝŶĂďŝůŝƚǇƚŽĐŽŵŵƵŶŝĐĂƚĞŝŶƚĞŶƐĞĨĞĞůŝŶŐƐ ?ŚŝĚĚĞŶƉĂŝŶƐĂŶĚ
experiences is evident in that their voices remained unheard or misinterpreted.  
The current study has shown that silence prevailed in the lives of the young women. 
However, it was not only the young women who practiced silence when coping with 
their challenging situations. The culture of silence was also reflected in decision to 
disclose the HIV status and their sexual relationships (as discussed in Section 8.3.1.1). 
The study also demonstrated how caregivers and service providers turned a blind eye to 
ǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůĂĐƚŝǀŝƚŝĞƐŝŶĞǆĐŚĂŶŐĞĨŽƌĨŝŶĂŶĐŝĂůŐĂŝŶƐĂŶĚŝŶƐŽŵĞĐĂƐĞƐƚŚĞƌĞ
was a collective collusion to maintain face or a ĨĂŵŝůǇ ?Ɛ ƌĞƉƵƚĂƚŝŽŶ, as discussed in 
Section 8.3. It is apparent that lack of knowledge about young people ?Ɛsufferings left 
many caregivers, even service providers, struggling to deal with the practical 
psychosocial, economic and sexual issues affecting the young women, leading to poor 
mental health and SRH outcomes.  
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8.2.3 Coping capabilities 
zŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĚĂŝůǇ ůŝǀĞĚ ƌĞĂůŝƚŝĞƐ ǁĞƌĞ ĐŽŵƉůŝĐĂƚĞĚby the intersections of mental 
health problems, oppression (e.g. low socio-economic status, gender power relations), 
identity choices and normative expectations. However, early status disclosure, strong 
support networks, on-going counselling, spiritual experiences and religious practices 
emerged as key factors that assisted young women in coping with their difficult 
situations. Some young women found narrating their hidden agony to the researcher 
itself to be therapeutic. However, young people vary greatly in the way they cope with 
their difficult situations. In the current study, while some young women coped 
positively with their positive status, others coped negatively, affecting their 
psychosocial well-being. 
Young women who had early status disclosure together with their families/caregivers 
demonstrated that early disclosure of HIV holds the promise of the young women 
gaining sense of normalcy about HIV early, taking control of their situations and its on-
going exigencies as they develop into womanhood. This finding substantiates prior 
qualitative work (Hazra et al., 2010), which found that early status disclosure is 
particularly important for young people as it facilitates positive coping, allowing them to 
participate in their care. The study further showed that early status disclosure reduces 
the likelihood of unprotected sex. In the current study, early status disclosure was 
ƐŝŐŶŝĨŝĐĂŶƚůǇ ůŝŶŬĞĚ ƚŽ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉƐǇĐŚŽůŽŐŝĐĂů ǁĞůl-being. However, the findings 
contradict the results of a prior study (Hazra et al., 2010) in that early status disclosure 
was not found to reduce the likelihood of unsafe sex in the current study, as there were 
no apparent differences in sexual behaviours between those who had early and late 
disclosure. Nevertheless, when the young women became aware of their positive status 
ƚŚĞǇ ĨŽůůŽǁĞĚ ƚŚĞŝƌ ĐĂƌĞŐŝǀĞƌƐ ? ůĞĂĚ ŝŶ ĐŽŶĐĞĂůŵĞŶƚĨŽƌ ĨĞĂƌ ŽĨ ƐŽĐŝĂů ƌĞũĞĐƚŝŽŶ ĂŶĚ ƚŽ
maintain their social supportive networks in which they felt loved, accepted and 
assisted to cope with their difficult situations.   
In the current study, having strong family relationships, adolescent Wcaregiver/service 
provider supportive and trustworthy relationships and peer support groups (teen clubs), 
enabled some young women to remain positive about their status. Strong family 
support networks, strong relationships with peers and significant others were 
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instrumental in the broader aspects of young ǁŽŵĞŶ ?Ɛ ůŝǀĞƐ. This includes reducing 
ǇŽƵŶŐǁŽŵĞŶ ?ƐǀƵůŶĞƌĂďŝůŝƚǇƚŽƐĞǆƵĂůĂĐƚŝǀŝƚŝĞƐ ŝŶĞǆĐŚĂŶŐĞĨŽƌĨŝŶĂŶĐŝĂůĂŶĚŵĂƚĞƌŝĂů
support, hence providing them with opportunities to focus on academic and vocational 
achievements. The social capital (strong support of caregivers, service providers, peers 
or teachers) and the enabling environment (opportunity to make decisions) facilitated 
ǇŽƵŶŐǁŽŵĞŶ ?ƐĐŽƉŝŶŐĐĂƉĂďŝůŝƚŝĞƐŝŶǀĂƌŝŽƵƐǁĂǇƐ. For example, social capital and the 
opportunity to make choices enabled some young women to achieve their self-
determined goals or adopt alternative strategies to maintain their self-worth. Success in 
academic progression and vocational achievements were identified as realistic sources 
of feelings of self-worth and promoted a strong sense of personal self-efficacy. This 
increased ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ capability to exercise agency and hence positively coping 
with their positive HIV status, as discussed in Sections 6.2.1 and 8.2.3. Strong family 
social support or more extensive supportive networks were particularly associated with 
better coping with HIV (see Panel 1). Battle and Wiener (2002) suggested that parental 
presence, social support and early status disclosure can help buffer some of the painful 
experiences endured by perinatally HIV infected young people.  
It evident that there is a close relationship between social support and health outcomes 
in general (Kempf et al., 2010 , Brion and Menke, 2008 ). The happiness, value and 
security found in peer groups has been documented among adults with HIV and young 
people living with other chronic conditions (Johnston et al., 2012 , Gately et al., 2007 , 
Koch et al., 2004). Coping with HIV among young people is poorly documented (Miller, 
2008). In the current study, peer support groups were found to boost ǇŽƵŶŐǁŽŵĞŶ ?Ɛ
psychosocial well-being and self-worth as they shared their status and experiences. 
They believed that peer groups instilled social inclusion, value for life and sense of 
belonging to peers where young women were otherwise socially marginalised and 
isolated. Young women were also able to access social support and shed a potential 
social cost specifically discrimination, because of the shared status with their peer 
group. Previous qualitative studies have also exemplified that individuals who are 
motivated, have greater morale, or who are less depressed cope better with their 
chronic illness and may be better at self-management (Spitze and Ward, 2000 , Clark et 
al., 1997).  
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Many informants in this study noted that provision of psychosocial support (including 
on-going counselling) was key to assisting young women to cope positively with their 
HIV positive status. However, the process of counselling young people is very 
challenging and different from that of adults (Ministry of Health, 2007). It was not 
surprising therefore that all participants in the current study were unable to precisely 
describe the type of counselling that was provided to the young women, although they 
frequently used the term. However, it was clear that the counselling available was 
reactive to situations like disclosure of status, drug non-adherence and/or any deviant 
behaviour (as reported by the caregivers), rather than planned and proactive individual 
counselling about sexual and relationship issues. Although the young women felt that 
counselling helped them to cope with their positive status, they felt they could have 
benefited from proactive on-going individual counselling sessions to help them cope 
with other issues that were affecting their lives. Chirawu et al. (2010) suggested that 
counselling for young people should be focused on reducing risky behaviours. Young 
people should be informed of the risks in order to alter or stop their risky behaviours 
thus preventing negative coping with their positive status. However, the current study 
suggest that proactive counselling would need to deal with multiple forms of loss 
including ŵĂŶǇ ŽƚŚĞƌ ƐŝŐŶŝĨŝĐĂŶƚ ŝƐƐƵĞƐ ĂĨĨĞĐƚŝŶŐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ůŝǀĞƐ, such as 
adolescent-caregiver relationships, setting overarching goals of becoming self-reliant, 
mediating gender power relations to reduce vulnerability through the promotion of 
ǇŽƵŶŐǁŽŵĞŶ ?ƐĂŐĞŶĐǇĂŶĚĚĞĐŝƐŝŽŶŵĂŬŝŶŐƉŽǁĞƌ, and choices in sexual issues. 
The role of property rights in poverty reduction and economic development, through 
their impact on distribution of wealth and patterns of production, has been emphasized 
in the economic literature (Besley and Ghatak, 2009 , Field, 2007 , Banerjee et al., 2002). 
Roy (2011) ƐƵŐŐĞƐƚƐ ƚŚĂƚ ĞĐŽŶŽŵŝĐ ŽƉƉŽƌƚƵŶŝƚŝĞƐ ĂŶĚ ĞǆƉĂŶĚŝŶŐ ǁŽŵĞŶ ?Ɛ ƌŝŐŚƚƐ ĐĂŶ
ĨŽƐƚĞƌǁŽŵĞŶ ?ƐĂďŝůŝƚǇƚŽĞǆĞƌĐŝƐĞ agency and become resilient. Some of the cases in 
the current study support these assertions. The cases demonstrated the positive impact 
of strong support networks and the use of opportunities and resources made available 
to young women in achieving resilience. In the current study, resilience refers to young 
ǁŽŵĞŶ ?Ɛ ĂďŝůŝƚǇ ƚŽ ďŽƵŶĐĞ ďĂĐŬ ĨƌŽŵ ƚŽƵŐŚ ƚŝŵĞƐ ? Žƌ ĐĂƉĂĐŝƚǇ ƚŽ ŽǀĞƌĐŽŵĞ their 
challenges or adversity (Ungar, 2004). Resilience involved ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛpersonal 
responsibility, self-discipline, positive relationships, self-confidence and self-image. For 
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instance, some young women tried not to allow their low socio-economic status to 
hamper their potential to achieve their goals in life. Setting themselves overarching 
goals of becoming self-reliant or caregivers of their younger siblings in a meaningful way 
enabled several young women to become goal-oriented and to focus on their studies. 
One young woman who attributed her delayed academic progression to a lack of school 
fees engaged in a small-scale business to raise funds for her basic survival needs, 
including the school fees. Being resilient and financially self-reliant gave her the capacity 
to advance with her education without interruptions and gave her a position of power 
ƚŽ ĚĞƐŝƐƚ ďĞŝŶŐ ǀƵůŶĞƌĂďůĞ ƚŽ ŚĞƌ ƵŶĐůĞ ?Ɛ ƐĞǆƵĂů ŚĂƌĂƐŵĞŶƚƐ, as she was partially 
supporting the family with her finances. She indicated that she was even able to buy for 
herself well-fitting outfits that completely changed her outlook as a young woman. 
Thus, it changed her perception of her negative body image (big breasts and abdomen 
following intake of ARVs) with the result that she attached more value to her life. The 
life experiences of the young women who coped positively reveal the extent to which 
young women exercised agency in their lives to overcome the identity problems 
resulting from their positive HIV status.  
On the other hand, Alkire (2009) argues ƚŚĂƚǁŽŵĞŶ ?ƐĂŐĞŶĐǇŝƐƐŚĂƉĞĚďǇƐŽĐŝĂůŶŽƌŵƐ
and beliefs regarding gender roles and institutional structures. Social and cultural norms 
determine women ?Ɛ opportunities in society and whether they can exercise the choices 
to use them. Although the young women in the current study were challenged with the 
social and cultural norms associated with positive HIV status, some were able to reflect 
and act upon the issues that affected their lives including sexual relationships, and make 
informed and effective decisions resulting in desired outcomes like academic and 
vocational achievements. For example, some young women built and used strategic 
relationships to achieve their academic and vocational goals. Adult support networks 
and positive self-image promoted their capabilities to adopt safe sexual behaviours, set 
and achieve their academic and vocational goals and resist peer pressure. Despite their 
delayed academic progression, they accepted their status quo, chose not to involve 
themselves in sexual activities and instead they engaged in, and became involved with, 
meaningful learning activities until they achieved their academic and vocational goals. 
The support of others directly influenced sexual behaviour choices by meeting the 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐƵƌǀŝǀĂů ŶĞĞĚƐ ? ƉƌŽǀŝĚŝŶŐ ĂŶ ĞŶĂďůŝŶŐ ĞŶǀŝƌŽŶŵĞŶƚ ǁŚŝĐŚ ƉƌŽǀŝĚĞĚ
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them with opportunities to make significant decisions and to cope positively with their 
status. The strong support networks and provision of required resources improved their 
emotional well-being and quality of life (see Panels 1 and 2). 
Although spiritual and religious practices are significant to most young people in Malawi 
and other parts of Africa (Watt, 2009 , Cotton et al., 2005 , Smith, 2005), in the 
international literature both have received less attention as potential resilience factors 
for coping with HIV infection compared to social support (Roberts, 2003). As the 
diagnosis of positive HIV status has a profound impact on all facets of the young 
ƉĞƌƐŽŶ ?Ɛ ůŝĨĞ ŝŶĐůƵĚŝŶŐ ƐƉŝƌŝƚƵĂl life, some young women in the current study used 
spiritual experiences and religious practices as a source of support. Prayers and 
meditation assisted some young women and their caregivers to cope with stresses 
associated with the positive HIV status. Previous studies also found similar results (Li et 
al., 2010 , Bernstein et al., 2009). AĚŽůĞƐĐĞŶƚƐ ŝŶ ĞƌŶƐƚĞŝŶ ?Ɛ ƐƚƵĚǇwanted their 
healthcare providers to openly raise religious and spiritual matters with them during at 
least some visits. From this perspective, it could be appropriate for the service providers 
ƚŽ ĐŽŶƐŝĚĞƌ ĂƐŬŝŶŐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐƉŝƌŝƚƵĂů ?ƌĞůŝŐŝŽƵƐďĞůŝĞĨƐ ĂŶĚ ƌĞĨůĞĐƚ ŽŶ ŚŽǁ ƚŚŝƐ
ĐŽƵůĚďĞŝŶĐŽƌƉŽƌĂƚĞĚŽƌĂƐƐŝƐƚŝŶŵĞĞƚŝŶŐƚŚĞǇŽƵŶŐǁŽŵĞŶ ?Ɛspiritual needs. 
It is clear in the current study that several young women who felt unattractive due to 
lipodystrophy, skin conditions (e.g. verruca vulgaris) or abdomen and breasts getting 
bigger were additionally hurt by social isolation. As such, they avoided social 
interactions with female peers as they were the targets of teasing behaviours causing 
emotional distress. Feeling rejected, being of low socio-economic status, bearing visible 
marks of HIV infection and/or experiencing less success in academic functioning made 
the young women feel insecure in themselves. Hence, they reduced their reliance on 
female support networks, as they felt different from other females. It could therefore 
be argued that the young women perceived that they no longer fit in with their social 
groups, particularly with female peers, which threatened their identity as young 
women. Almost all the affected young women with changed physical appearance felt 
more marginalised by fellow females and perceived themselves as being more accepted 
and loved by their male counterparts, leading to more interactions with the males than 
females. dŚŝƐ ƉƌĞƐĞŶƚĞĚ ƌŝƐŬƐ ĨŽƌ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ŚĞĂůƚŚ ĂƐ ƚŚĞǇ ƐŽƵŐŚƚ
acceptance, support and personal security in relationships with males. On the other 
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hand, this could reflect on the societal values which emphasise that the ideal qualities 
of a young woman are physical attractiveness and personal accomplishment, yet they 
collide with the reality of HIV infection.  
dŚĞ ĐƵƌƌĞŶƚ ƐƚƵĚǇ ŚĂƐ ƉƌŽǀŝĚĞĚ ŝŶƐŝŐŚƚ ƚŚĂƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĚĞƐŝƌĞ ƚŽ ĨŽƌŵ ĂŶ
attachment and establish relationships with male partners outweighed the need to 
protect themselves or others, as discussed in Section 8.3.1.1. Though not as a single 
factor, the findings clearly show that ŵĂůĞ ƌĞůĂƚŝŽŶƐŚŝƉƐ ďŽŽƐƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞůĨ-
image, mitigating their negative feelings due to changes in their physical appearance 
that undermine their perceptions of femininity. Several studies have found that 
anatomical changes caused by HIV infection exacerbates feelings of depression and 
negative self-image (Aka Dago-Akribi and Cacou Adjoua, 2004). This is particularly 
intense among women who make every effort to monitor their bodies to look attractive 
to their male counterparts, hence promoting their self-worth and social identity (Impett 
et al., 2006 , Tolman et al., 2006 , Aka Dago-Akribi and Cacou Adjoua, 2004). This could 
also ƐŝŐŶŝĨǇƚŚĞĐůŽƐĞ ůŝŶŬƚŚĂƚĞǆŝƐƚƐďĞƚǁĞĞŶǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞůĨ-image26, and sexual 
agency. Sexual agency in the current ƐƚƵĚǇ ƌĞĨĞƌƐ ƚŽ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂďŝůŝƚǇ ƚŽ ƌĞĨůĞĐƚ
and act on sexual issues affecting their lives, including SRH related issues such as making 
active, informed, effective, responsible sexual decisions and transforming choices into 
optimal SRH outcomes (Impett et al., 2006). Self-image is defined as how a young 
woman perceives herself, her characteristics and abilities and generally how she 
evaluates herself (Health Canada, 1994). The body image can change as a result of HIV 
infection or intake of ARVs, leading to diminished self-image and sexual agency. 
Therefore, it is essential to consider self-image as the constituent of the comprehensive 
sex education to promote ǇŽƵŶŐǁŽŵĞŶ ?ƐĂŐĞŶĐǇŝŶƐĞǆƵĂůŝƐƐƵĞƐ ? 
8.2.4 How caregiving influenced ǇŽƵŶŐǁŽŵĞŶ ?ƐƉƐǇĐŚŽƐŽĐŝĂůĞǆƉĞƌŝĞŶĐĞƐ  
This section discusses two key issues that affected the kind of care that young women 
received from their caregivers and thus had a major impact on their psychosocial 
experiences: (i) lack of support networks, and (ii) decision about telling young women 
about their HIV status. The majority of caregivers reported chronic financial and food 
insecurity, which is closely linked to poverty and deteriorating socio-economic status. 
                                                     
26
 Both body image and self-esteem contribute to a broader self-image. 
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Prior studies (Daniel and Thamuku, 2007 , Hosegood et al., 2007 , Stover et al., 2007 , 
Howard et al., 2006 , Miller et al., 2006), affirm that the majority of carers of people 
living with HIV are challenged by food insecurity and financial difficulties. The current 
study builds on the findings of previous studies (Punpanich et al., 2012 , Evans and 
Becker, 2009 , Chimwaza and Watkins, 2004 , Steinberg et al., 2002). However, the 
majority of these prior studies concentrated on household poverty as accounted by 
caregivers of people living with HIV. The current study ĨŽĐƵƐĞĚŽŶĞǆƉůŽƌŝŶŐĐĂƌĞŐŝǀĞƌƐ ?
ǀŝĞǁƐ ŝŶ ŽƌĚĞƌ ƚŽ ƵŶĚĞƌƐƚĂŶĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛexperiences rather than many studies 
which have sought to understand the problems encountered by caregivers themselves. 
8.2.4.1 Lack of social support networks 
The findings suggest that the majority of caregivers have difficulties themselves which 
in turn influenced the care and support they were able to provide to the young women. 
Most caregivers were women and were dependent on their male partners or others for 
support, as found elsewhere in Africa (Chimwaza and Watkins, 2004 , Young and Ansell, 
2003 , Steinberg et al., 2002). In contrast to the aforementioned studies which found 
that the majority of the caregivers were elderly women or grandmothers, in the current 
study the majority of the caregivers were young themselves, with all parents involved 
being HIV infected (see Table 3). Thus the young caregivers were overstretched with 
caring responsibilities, lived in poverty and all experienced emotional distress in their 
caregiving. This limited their power in making decisions affecting the young women as 
they themselves needed support. A recent study has shown that the cost, time and 
emotional burden of HIV infection seems to take a toll on caregivers, leaving them with 
little or no means of protecting themselves (Punpanich et al., 2012 ). The physical and 
emotional burdens of caring for ,/s ŝŶĨĞĐƚĞĚǇŽƵŶŐƉĞŽƉůĞĐĂŶĞǆĂĐĞƌďĂƚĞĐĂƌĞŐŝǀĞƌƐ ?
socio-economic and psychological conditions, hence affecting their caring capacity and 
ƉĞƌĐĞƉƚŝŽŶƐŽĨƚŚĞǇŽƵŶŐƉĞŽƉůĞ ?ƐďĞŚĂǀŝŽƵƌƐ(Punpanich et al., 2012). While caregivers 
in the current study were concerned about increased caring responsibilities, HIV-related 
stigma significantly shaped the way in which their care was enacted. This compelled the 
majority of them to prioritise the maintenance of secrecy surrounding the HIV infection 
over meeting ǇŽƵŶŐƉĞƌƐŽŶ ?ƐĐĂƌŝŶŐŶĞĞĚƐ. In turn, it deprived the young women of the 
support they desperately needed. A life of secrecy and silence around the HIV status 
was reported to be very distressing, promoting social exclusion and feelings of 
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bitterness among the young women in the current study. Similar findings were reported 
in a study conducted in Ethiopia (Biadgilign et al., 2011).  
The societal expectation that women are the prime or only caregivers for their infected 
family members (Evans and Becker, 2009) created a disproportionate social and 
economic burden on females in the current study. The majority of caregivers 
acknowledged that their inability to provide for the youŶŐǁŽŵĞŶ ?ƐŶĞĞĚƐŝŶĐƌĞĂƐĞĚƚŚĞ
ǁŽŵĞŶ ?Ɛvulnerability to risky sexual activities. In other studies conducted in Africa, lack 
of social support has been associated with poor quality of life, higher perception of 
stigma and poor mental health among young people (Evans and Becker, 2009, 
Hosegood et al., 2007). However, it is evident that there is a greater socio-economic 
impact of HIV infection upon women (Shacham, 2008 , UNAIDS and WHO, 2002). The 
wider literature acknowledges that women suffer from a disproportionate lack of 
support due to HIV/AIDS (de Souza, 2010 , Shacham, 2008 , de Bruyn, 2000). The 
findings of the current study particularly support these assertions as many female 
caregivers lacked support and depended on their male partners or others specifically 
relations for financial support. Therefore, this research presents a new insight into 
psychosocial experiences of the young women and their caregivers. Some young 
women felt the need to identify alternative means of survival, often resulting in seeking 
financial security through sex in order to alleviate the financial and material burden on 
their mothers/caregivers. In this context, the caregivers lost control of the young 
ǁŽŵĞŶ ?ƐƐĞǆƵĂůďĞŚĂǀŝŽƵƌ ? 
The majority of the young women engaged in sexual activities for financial gains and to 
secure financial support for their families. However, the majority of the young women 
could not disclose their sources of additional income to their parents/caregivers, and 
their caregivers did not ask them. In cases where some sexual partners provided 
financial and material support to the families, the parents/caregivers also turned a blind 
eye to consequences of such male relationships for the young women. Hence, in some 
cases, there was a collective collusion and silence to maintain face or the ĨĂŵŝůǇ ?Ɛ
reputation.  
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Gender was further found to be a key element in determining how parents share caring 
responsibilities for an HIV infected child. For instance, in the current study, &ĂƚƐĂŶŝ ?Ɛ 
father separated with Mrs Ndazi (his third wife), to marry a fourth wife at the time Mrs 
Ndazi was looking after Fatsani, who was then critically ill in the hospital. This deprived 
the young woman of the paternal love and support she desperately needed 
contributing to severe depression. Mrs Ndazi as a sole caregiver also felt vulnerable to 
marginalisation, with limited access to the social and financial support she desperately 
needed as a female parent. The current study demonstrates that caregiving coupled 
with low socio-economic status and lack of support can overpower the caƌĞŐŝǀĞƌƐ ?
stamina, productivity and economic security, and can lead to conflict and psychological 
distress among young women. Whilst the findings of the current study were in line with 
previous studies (Kuo and Operario, 2009 , Van Blerk and Ansell, 2007), which found 
that men rarely share domestic responsibilities and care of the family with their 
partners, there was new insight into experiences of the caregivers, by showing how 
their own experiences strongly shape the care that they can subsequently provide to 
the young women who they look after.  
Interestingly, culturally in Malawi, sharing and talking about problems is a typical social 
norm, getting involved and ďĞŝŶŐĐŽŶĐĞƌŶĞĚǁŝƚŚŽƚŚĞƌƉĞŽƉůĞ ?Ɛ ŝƐƐƵĞƐ ŝƐŚŽǁƉĞŽƉůĞ
connect and support each other. In the current study, almost all caregivers 
demonstrated fears of facing negative reactions from society as they made every effort 
to conceal the ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉŽƐŝƚŝǀĞ ƐƚĂƚƵƐ ? tŚŝůĞ ƐŽŵĞ ĐĂƌĞŐŝǀĞƌƐĞǆƉƌĞƐƐĞĚ
feelings of shame when living with young women whose physical appearance had 
changed due HIV infection, a number of caregivers whose HIV positive status was 
publicly known reported being socially marginalised. All these situations hindered 
ĐĂƌĞŐŝǀĞƌƐ ? ĂĐĐĞƐƐ ƚŽ ƐŽĐŝĂů ƐƵƉƉŽƌƚ ? ǁŚŝĐŚ ƚŚĞǇ ĚĞƐƉĞƌĂƚĞůǇ ŶĞĞĚĞĚ ? ůƚŚŽƵŐŚ ƚhe 
ĐĂƌĞŐŝǀĞƌƐ ?stressful life events and their related coping strategies were not the specific 
focus of the current study, participating in this study offered them an opportunity to 
express their views and experiences of caregiving, hence having their voices or concerns 
heard. As shown by previous studies (Chimwaza and Watkins, 2004 , Young and Ansell, 
2003 , Steinberg et al., 2002), caregivers encounter a crowd of psychosocial and 
economic burdens on daily basis. Hence, provision of problem-centred coping 
strategies, stress management techniques, ideal social support networks, and access to 
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basic resources can be beneficial to many caregivers. This in turn would positively 
impact on the quality of care they could provide to young women hence promoting 
optimal psychosocial well-being and SRH outcomes.  
8.2.4.2 Decision to disclose the positive HIV status to young women  
Several social barriers to HIV disclosure to young women were reported by caregivers in 
the current study. The caregivers, particularly biological parents, were challenged and 
reluctant to tell the young women about their diagnosis. They were afraid of disclosing 
their own status, were unsure how to communicate such information or felt unskilled in 
dealing with disclosure. Some caregivers thought the young women would not keep the 
status a secret. A study on HIV diagnosis disclosure in South Africa found similar 
challenges (Mahloko and Madiba, 2012). As highlighted in prior studies (Biadgilign et al., 
2011 , Rujumba et al., 2010 , Vaz et al., 2010 , Rwemisisi et al., 2008), caregivers in the 
current study felt they had to first deal with their personal fears in anticipation of young 
ǁŽŵĞŶ ?ƐƋƵĞƐƚŝŽŶƐabout how they got infected. Giving detailed explanations of their 
sexual behaviour in an attempt to explain the nature of the disease to their own 
children was also perceived as problematic, especially for biological caregivers. In this 
context, they had to deal with feelings of guilt for not protecting their children from the 
HIV infection or they were restricted by cultural barriers of not discussing sexual issues 
with their own children (Watkins and Swidler, 2009). Domek (2010) argued that the 
anticipated negative consequences related to status disclosure are very real for most 
caregivers and they may delay or prevent them informing their children. The current 
ƐƚƵĚǇ ƐƵƉƉŽƌƚƐ ƚŚŝƐ ĂƌŐƵŵĞŶƚ ĂŶĚ ĞǆƉŽƐĞƐ ĐĂƌĞŐŝǀĞƌƐ ? ƉĞƌƐŽŶĂů ŝŶƐĞĐƵƌŝƚǇ ? ĐŽŶĐĞƌŶƐ 
about stigma, social rejection and attempts to protect themselves clouded the 
disclosure process to a greater extent. However, uniquely, this study is able to show 
how this delayed disclosure was associated with poor coping among the young women. 
For instance, some of the young women who had delayed status disclosure expressed 
suicidal ideas or attempts following accidental disclosure.  
In the African context, HIV disclosure is regarded as a highly gendered phenomenon, 
shaped by socially constructed roles and expectations for women and men (Lynch et al., 
2010 , Ragnarsson et al., 2010 , Visser et al., 2008). Several studies (Deribe et al., 2009 , 
Medley et al., 2004 , Black and Miles, 2002) show that men and women vary in reasons, 
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contexts and targets of HIV disclosure. While women more often fear loss of financial 
support and marital status, and gende based violence, men more often are concerned 
about being deemed unfaithful, hence undermining their social-worth (Deribe et al., 
2009 , Medley et al., 2004 , Black and Miles, 2002). Similarly, in the current study, some 
ĨĞŵĂůĞ ĐĂƌĞŐŝǀĞƌƐ ? ĐŽŶĐĞĂůŵĞŶƚ ŽĨ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐƚĂƚƵƐ ǁĂƐ ĞǆƚĞŶĚĞĚ ƚŽ ƚŚĞŝƌ
spouses. The majority of female caregivers felt side-lined in decision making regarding 
issues affecting the young women, and as such they felt that ĚŝƐĐůŽƐŝŶŐǇŽƵŶŐǁŽŵĞŶ ?Ɛ
status would jeopardise their care, causing psychological distress for the young women. 
This clearly reflects the masculine dominance in decision making in issues regarding 
care provision in foster families.  
Almost all female biological caregivers in the current study felt blamed and responsible 
for passing on the virus to their daughters. This diminished their capability to inform 
their daughters about their HIV status. They described HIV ŝŶĨĞĐƚŝŽŶ ĂƐ Ă  ‘ĚŝƐŐƌĂĐĞĨƵů
ĚŝƐĞĂƐĞ ? ĂŶĚ ƚŚĞŝƌ ƐĞĐƌĞĐǇ ŽĨ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉŽƐŝƚŝǀĞ ƐƚĂƚƵƐ ǁĂƐ ƌŽŽƚĞĚ ŝŶ ƚŚĞŝƌ
feelings of shame and parental guilt of passing the virus on to them. Duffy (2005) 
attributes the secrecy surrounding HIV to feelings of shame rooted in the culture of 
blame, specifically for breaching morality  W which is often ascribed to women (LeClerc-
Madlala, 2001) ? dŚŝƐ ĂĚĚƐ ƚŽ ǁŽŵĞŶ ?Ɛ ĂůƌĞĂĚǇ ŵĂƌŐŝŶĂůŝƐĞĚ ĂŶĚ ƐƵďŽƌĚŝŶĂƚĞ social 
status. Although the caregivers wanted to play the main role in status disclosure to their 
adolescents, all biological caregivers reported feeling incapable of doing so. It has been 
reported ĞůƐĞǁŚĞƌĞ ƚŚĂƚ ŐĞŶĚĞƌ ĚŝƐƉĂƌŝƚŝĞƐ ƚƌŝŐŐĞƌ ǁŽŵĞŶ ?Ɛ ŐƌĞĂƚĞƌ ǀƵůŶĞƌĂďŝůŝƚǇ ƚŽ
effects of stigma and unwillingness to disclose illness (Medley et al., 2004).  
The current study provides the new insight that female biological caregivers delayed 
status disclosure or were unable to disclose the HIV status to young women because 
they ĨĞůƚ ƉĂƌĂůǇƐĞĚ ďǇ ƚŚĞŝƌ ŵĂůĞ ƉĂƌƚŶĞƌƐ ? ƌĞĂĐƚŝŽŶƐ ŽĨ ŶĞŐůĞĐƚ Žƌ ďůĂŵŝŶŐ ƚŚĞŵ ĂƐ
sources of the infection. Interestingly, this was the general feeling even among non-
biological female caregivers, who had adopted the parental role for the young women. 
These findings further provide an insight that HIV responsibility is placed on women, 
possibly as a strategy employed by the males to defend their dominant masculinity 
hence safeguarding their social-worth and status. From this perspective, it can be 
ĂƌŐƵĞĚ ƚŚĂƚ ƚŚĞ ƵŶĚĞƌůǇŝŶŐ ĐĂƵƐĞƐ ŽĨ ĐĂƌĞŐŝǀĞƌƐ ?feelings of shame are attributed to 
morality and cultural norms that enforce gender power relations, as the source of 
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blame-related stigma in situations where HIV infection is linked to immoral and 
preventable behaviours (Sandelowski and Barroso, 2003 ). It is clear that HIV-related 
stigma and their accompanying feelings of loss of control affect both the young women 
and their caregivers, particularly female biological caregivers.  
Participants in the current study acknowledged that a life of secrecy deprived young 
women of potential social networks, optimal relationships and mental health support 
for positive living. Similar findings were found in prior studies (Vaz et al., 2010 , Smith et 
al., 2008 , Moodley et al., 2006). However, the current study uncovers that the 
attitudes, values and actions of other community members compelled the caregivers to 
keep ǇŽƵŶŐǁŽŵĞŶ ?Ɛ status a secret. This necessitates the need for service providers to 
support caregivers with disclosure, so that their adolescents are informed of their status 
shortly after diagnosis to promote their psychosocial well-being. Support from health 
care providers does not imply making the caregivers less responsible for disclosure; 
almost all caregivers in the current study stated that they would like to participate in 
decision making about when the young woman should be informed of the diagnosis. 
They felt that service providers had the relevant training and skills to assist with the 
process of disclosure and could offer appropriate interventions to support the young 
person. These findings are in contrast to results of previous studies conducted in Congo, 
India and Thailand in which only half of the caregivers reported that they would like to 
be responsible for HIV  disclosure to their children (Biadgilign et al., 2011 , Vaz et al., 
2010 , Oberdorfer et al., 2006). However, based on the findings from the previous 
studies and from the current study, it is significant to consider personal, familial, social 
and medical contexts (i.e. characteristics of the caregivers and young women such as 
age, coping abilities, style of communication within the family and access to relevant 
supportive services) when deciding the most appropriate person and time to disclose 
status to young women.  
The current study has added new insights into psychosocial experiences among young 
women, which are not only influenced by personal but also familial, contextual and 
cultural issues. Cultural normative expectations and gender roles seemed to influence 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉƐǇĐŚŽůŽŐŝĐĂů ĞǆƉĞƌŝĞŶĐĞƐ ŝŶ ĚŝĨĨĞƌĞŶƚ ĐŽŶƚĞǆƚƐ ?However, the 
discussion on psychological experiences also shows how ĐĂƌĞŐŝǀĞƌƐ ? ůĂĐŬ ŽĨ ƐŽĐŝĂů
support influenced younŐǁŽŵĞŶ ?ƐƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐ  W this will now be considered in 
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the section below that focuses on health, sex and relationships challenges with 
perinatally-acquired HIV. 
8.3 Sexual and reproductive health experiences and challenges 
The section discusses the findings that respond to the second objective of exploring the 
health, sex and relationship challenges of growing up with perinatally-acquired HIV for 
the young women. Interestingly, even though the study intended to explore young 
ǁŽŵĞŶ ?ƐŚĞĂůƚŚŝƐƐƵĞƐĨƌŽm a broad and holistic perspectives, the key health issues that 
ĞŵĞƌŐĞĚŝŶƉĂƌƚŝĐŝƉĂŶƚƐ ?ĂĐĐŽƵŶƚƐ, concerned SRH (rather than other health issues). The 
findings show that socio-economic factors, service provision and service providers are 
key in shaping yoƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂůĞǆƉĞƌŝĞŶĐĞƐ and these factors will be the main 
focus of this section. Gender and power relation issues continue to be reflected in this 
section as the overarching theme across the ƉĂƌƚŝĐŝƉĂŶƚƐ ?ĂĐĐŽƵŶƚƐ ? 
8.3.1 Sex, relationship and health challenges for young women 
Several studies have shown that perinatally HIV infected young people engage in sexual 
activities for pleasure and financial gains (Busza et al., 2013 , Hodgson et al., 2012 , Li et 
al., 2010). The current study provides a new insight that young women engage in sexual 
activities to seek love and acceptance, for procreation to meet societal expectations, or 
as a mark of their femininity, hence promoting their self-worth. As highlighted in 
Section 8.2.3, it is clear that the majority of young women (after the loss of adult 
support networks), constructed a new self-concept by discovering new actions and 
relationships including sexual partnerships in which they felt loved, accepted and 
supported, hence boosting their self-image. Male relationships were reported to boost 
their self-worth as young women following multiple losses and social exclusion. In line 
with this finding, this study has found several factors as key to influencing young 
ǁŽŵĞŶ ?ƐƐĞǆƵĂůĂŐĞŶĐǇĂŶĚĚĞĐŝƐŝŽŶƐ ?dŚĞŬĞǇĨĂĐƚŽƌƐƚŚĂƚĞŵĞƌŐĞĚĨƌŽŵƉĂƌƚŝĐŝƉĂŶƚƐ ?
accounts included: socio-economic status, access to SRH services and cultural and 
societal expectations that influenced serǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ? ĂƚƚŝƚƵĚĞƐ ƚŽǁĂƌĚƐ ǇŽƵŶŐ
ǁŽŵĞŶ ?ƐƐĞǆƵĂůŝƚǇ ? 
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8.3.1.1 Socio-economic factors versus gender and power issues 
YŽƵŶŐǁŽŵĞŶ ?ƐůŽǁƐŽĐŝŽ-economic status was associated with early sexual debut and 
multiple partnerships leading to unwanted pregnancies for which most sexual partners 
refused the caring responsibilities. This added a new bloǁƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞůĨ-worth 
and increased their vulnerability. Some of the cases provided clear examples 
highlighting how low socio-ĞĐŽŶŽŵŝĐ ƐƚĂƚƵƐ ĂŐŐƌĂǀĂƚĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐƚƌƵŐŐůĞƐ ƚŽ
earn a living and to exercise autonomy exposing them to risks of early marriages and 
unwanted pregnancies (see Panels 3, 4 and 5). In this context, sexual activities were 
employed as an economic strategy for modernity or idealised lifestyle, or as means of 
survival hence increasing their vulnerability. This section builds on prior studies that 
ƐŚŽǁ ŚŽǁ ǁŽŵĞŶ ?Ɛ ƐƵďŽƌĚŝŶĂƚĞ ƐŽĐŝĂů ƉŽƐŝƚŝŽŶ ŵĂǇ ůĞĂǀĞ ƚŚĞŵ ǁŝƚŚ ůŝƚƚůĞ ƉŽǁĞƌ Žƌ
agency to prioritize their health over meeting their survival needs (Kuo and Operario, 
2009, Van Blerk and Ansell, 2007). 
The majority of young women in the current study, who had limited adult support 
networks, struggled to earn a living, and they resorted to using sexual partnerships for 
financial gain and survival. In this context, instead of being self-reliant or resilient they 
had limited capability to exercise agency. Thus, they tended to succumb to their male 
ƉĂƌƚŶĞƌƐ ?sexual decisions; most of the partners were older and married men. This 
increased the likelihood for the young women to submit to unsafe practices such as 
unprotected sex as a surety against abandonment and to maintain their sources of 
financial support. The male relationships and economic dependence on men diminished 
ǇŽƵŶŐǁŽŵĞŶ ?Ɛautonomy on sexual issues as it gave their older partners positions of 
power and control in sexual encounters. These findings illustrate that yoƵŶŐǁŽŵĞŶ ?Ɛ
inferior socio-economic status, lack of bargaining power in sexual relationships coupled 
with gender power inequality (in terms of experience, authority, and control over sexual 
activity) affected their ability to take informed decisions particularly on safer sex and 
contraception (Masanjala, 2007 , United Nations Development Fund for Women, 2001). 
A growing body of qualitative studies has shown similar findings that due to poverty, 
many women including girls engage in sexual relationships as means of survival (Evans 
and Becker, 2009 , Hosegood et al., 2007 , Tawfik and Cottas Watkins, 2007). However, 
this becomes complicated in the context of HIV positive status, in which tension exists 
ďĞƚǁĞĞŶ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ŶĞĞĚƐ ĂŶĚ ƚŚĞ ĞĐŽŶŽŵŝĐ ĂŶĚ ƐŽĐŝĂů
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realities/expectations and HIV prevention issues. Hence, protecting themselves and 
others became less likely and this increased their vulnerability even when they had 
access to appropriate information.  
Furthermore, many young women in the current study struggled with condom use with 
their sexual partners, which led to unplanned pregnancies. The common reasons cited 
ďǇ ǇŽƵŶŐ ǁŽŵĞŶ ĂďŽƵƚ ƉĂƌƚŶĞƌƐ ? ƌĞĨƵƐĂů ŽĨ ĐŽŶĚŽŵ ƵƐĞ ŝŶĐůƵĚĞĚ ĚĞƐŝƌĞ ƚŽ ŚĂǀĞ
children as a mark of masculinity, beliefs that condoms reduce sexual excitement 
( ‘ƐǁĞĞƚŶĞƐƐ ?) and a perception that condoms are for those who are HIV positive and 
unfaithful to each other. Previous studies in Malawi (Muheriwa et al., 2013 , Woodsong 
and Alleman, 2008 , Chimbiri, 2007) found similar findings. In these situations, many 
young women were unable to disclose their positive HIV status or negotiate condom 
use with their older partners. This was because the older partners dominated them in 
terms of both age and gender, thus they had less decision making power. Instead, they 
engaged in unprotected sex as they could not negotiate for condom use for fear of 
being deemed unfaithful and of their HIV status becoming known. The findings 
regarding ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐƚƌƵŐŐůes with condom use contradict those of Chimbiri 
(2007) in Malawi which proposed that there is considerable talk about condom use, 
especially among men, in the context of preventing infection in extramarital 
partnerships rather than within marriage. The current study provides an insight into 
complexity of developing programmes that offer realistic risk reduction strategies for 
the prevention of unwanted pregnancies in the context of low socio-economic status 
including secondary prevention. In addition, more qualitative research ŽŶ ŵĞŶ ?Ɛ
experiences in sexual relationships with young women who are HIV infected would 
enable a greater understanding of interpersonal dynamics of sexual risk reduction.  
In the current study, sŝŶĐĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŝŶƚĞƌĞƐƚ ŝŶ ŵĂůĞ ƌĞůĂƚŝŽŶƐŚŝƉƐ ǁĂƐ ĨŽƌ
companionship, economic benefits and social status, refusing sex or proposing condom 
use or disclose their HIV status would have jeopardised their goals for the relationship. 
Consequently, almost all sexually active young women chose to keep their status a 
secret to sexual partners, to maintain their source of financial support and hence social 
status. While status disclosure to a sexual partner can encourage adoption of protective 
measures (Kadowa and Nuwaha, 2009), two young women in the current study 
encountered termination of their sexual relationships upon disclosure of their positive 
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status to their sexual partners. This greatly affected their sexual identity because their 
physical attractiveness and self worth as young women (which was lost to HIV) was 
attributed to having a sexual partner. Similarly, a prior study in Malawi revealed that 
women are more likely to get divorced after disclosing their HIV positive status, though 
ƚŚĞŵĂůĞƉĂƌƚŶĞƌƐ ?ƐƚĂƚƵƐƌĞŵĂŝŶƐƵŶŬŶŽǁŶ(Reniers, 2008 ). In contrast, findings of a 
study in Kenya (Obare and Van der Kwaak, 2010), revealed that a significantly higher 
proportion of female young people had talked to their sexual partners about their own 
,/sƐƚĂƚƵƐĂŶĚŬŶĞǁƚŚĞƉĂƌƚŶĞƌ ?ƐƐƚĂƚƵƐ ?dŚŝs could signify cultural and gender power 
differences that exist in different countries regarding gender sexual norms/roles. 
Nevertheless, these findings provide the insight that, in sexual relationships, the male 
partners place the responsibility of the positive HIV status upon their female partners, 
as evidenced by termination of the relationships by the former.  
This study has also provided another new insight regarding differences in perceptions 
between the young women and their caregivers regarding status disclosure to sexual 
partners. Kalichman (2000) asserts that older adolescents internalise the HIV-related 
stigma and perceive a risk (real or foreseen) associated with status disclosure to peers 
including sexual partners, which adversely affects their sexual practices. In the current 
study, almost all caregivers, whose young women were sexually active, raised concerns 
about the lack of ƐƚĂƚƵƐ ĚŝƐĐůŽƐƵƌĞ ƚŽ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ƉĂƌƚŶĞƌƐ ? tŚŝůĞ ǇŽƵŶŐ
ǁŽŵĞŶ ?ƐƉƌŝŵĞĐŽŶcern was loss of their relationships and source of support following 
status disclosure, caregivers were more concerned with protecting their own families 
from a bad reputation, social isolation and legal repercussions if male partners 
discovered the young ǁŽŵĞŶ ?Ɛ ,/s ƐƚĂƚƵƐ ŽŶ ƚŚĞŝƌ ŽǁŶ ? ĂƌĞŐŝǀĞƌƐ ? ĐŽŶĐĞƌŶ Ă Ě
pressuring young women to disclose their status to male partners than vice versa, 
uncovers lack of attribution of responsibility to men but rather placing the HIV 
responsibility upon women.  
The termination of sexual relationships by male partners upon status disclosure reveals 
the influence of gender sexual roles/norms and the sexual power imbalances that exist 
in sexual relationships. This signified that the male partners placed the responsibility of 
HIV positive status on their female partners as they had the capacity to terminate the 
relationships before having their blood tested. These gender power imbalances gave 
the male partners power to make decisions regarding their sexual affairs without 
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necessarily negotiating with their female partners or reflecting on their own HIV status. 
The findings of other empirical studies concur with these findings that the effects of life-
long illnesses, especially HIV infection and visible diseases, on sexual identity are greater 
for females than for males (Pinquart, 2012). This is because the females often base their 
self-worth on physical appearance and approval of others, including males (Harter, 
1999). In other words, this significantly denotes that young women with positive self-
image can become less threatened by the decisions of others such as sexual partners 
and still feel better about themselves or maintain a positive self-perceptions (Ferreira et 
al., 2014), adopting constructive coping strategies.  
The current study has also discovered that cultural and societal expectations restricted 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂďŝůŝƚŝĞƐ ƚŽ ĂĚŽƉƚ ƉƌŽƚĞĐƚŝǀĞ ďĞŚĂǀŝŽƵƌƐ ? dŚĞ ďĞŚĂǀŝŽƵƌƐ ŝŶĐůƵĚĞĚ
seeking sexual information, accessing and utilizing SRH services, talking about sex and 
negotiating for condom use with their partners, and rejecting coerced sex. As indicated 
by Jewkes (2010 ) ? ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ǀƵůŶĞƌĂďŝůŝƚǇ ǁĂƐ ƉĂƌƚůǇ ĂƚƚƌŝďƵƚĞĚ ƚŽ ĐƵůƚƵƌĂů ĂŶĚ
social norms, which shape family and societal views of femininity and masculinity. This 
ultimately gave their male sexual partners position of power in sexual encounters. They 
succumbed to familial, peer and social pressures to conform to risky sexual behaviours 
in order to avoid social rejection. The majority of young women who engaged in sex for 
financial gains prioritised the social costs of adopting preventive behaviours over the 
repercussions of not negotiating for condom use on their health. For instance, the 
young women were more conscious about societal and male approval than 
consequences of male relationships upon their health like unwanted pregnancies. Some 
valued child bearing as a mark of womanhood/femininity or to maintain sexual 
relationships, or meet societal expectations, hence promoting their self-worth. These 
findings therefore suggest that interventions to promote adoption of protective 
behaviours must take into consideration the socio-economic context of the young 
ǁŽŵĞŶ ?ƐůŝǀĞƐ ?ŵĞĂŶŝŶŐƐĂƚƚĂĐŚĞĚƚŽƐĞǆŝŶƚŚĞŝƌƐŽĐŝĞƚǇ ?ĂŶĚŐĞŶĚĞƌƉŽǁĞƌƌĞůĂƚŝŽŶƐŝŶ
intimate relationships, familial and social milieus. The involvement of young men, adult 
women and men in the interventions is also crucial in order to counteract gender 
specific needs of both females and males as well as to promote gender equality and 
equity. As alluded to by Hulton et al. (2000 ), programmes that protect ǇŽƵŶŐǁŽŵĞŶ ?Ɛ
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SRH, improve their social standing and help them gain resources that are not reliant on 
their sexuality can promote their ability to exercise agency and autonomy. 
The majority of young women were challenged with low socio-economic status, cultural 
and social norms and lack of protective methods that they can control, which 
significantly limits their power to exercise agency. Previous studies have recognised the 
importance of economic deprivation as fuelling initiation of sex and formation of sexual 
relationships. The current study provides an insight into the specific mechanisms and 
dimensions of these sexual relationships in the context of HIV. As suggested by Bakeera-
Kitaka et al. (2008), to reconcile survival, status disclosure and sexual agency demands a 
need to address the undesirable consequences of sexual activities. These findings 
confirm the need for policies and programmes that recognise the achievements of 
young women and challenge gender norms to provide equal opportunities for both 
young women and men to have their voices counted in society and designing of 
programmes. Healthcare services need to equally acknowledge ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
capabilities to exercise agency, facilitate their ability to make strategic life choices and 
greater access to SRH information and care (including partner disclosure) to promote 
optimal SRH outcomes, as reflected in the next section. 
8.3.1.2 Service provision and service providers 
This section discusses the challenges identified at health system level as shaping young 
ǁŽŵĞŶ ?ƐŚĞĂůƚŚƐĞĞŬŝŶŐďĞŚĂǀŝŽƵƌƐ ?ƉĂƌƚŝĐƵůĂƌůǇrelated to SRH services) and the ways 
in which their health decisions were made. Key findings that emerged about service 
provision included: (i) model of service provision, (ii) nature of relationships with service 
providers, (iii) content/focus of the services, (iv) ǇŽƵŶŐǁŽŵĞŶ ?ƐŶĞĞĚƚŽďĞŚĞĂƌĚďǇ
the service providers, and (v) the need for integrated services for young women to 
effectively utilize the SRH services. The section further contextualizes the sexual 
experiences and links ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŚĞĂůƚŚ-related practices to the broader 
cultural and social contexts. 
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8.3.1.2.1 Model of service provision 
From the findings of the current study, it could be argued that although the young 
women are aware of the risk reduction strategies, their priorities are not in line with the 
ƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?ĂĚƵůƚ-led priorities. This study has discovered that in the HIV centres, 
the HIV management services are predominantly organised around paediatric and adult 
care rather than adolescent care. This posed a barrier to young women accessing the 
services they need. Furthermore, a number of young women in the current study 
perceived that most decisions about their sexual health were being made by service 
providers and/or caregivers. The top-down strategies implemented in the centres are 
contrary to the recent literature that emphasises the positive role of empowering young 
people (Ansell, 2014 , Spencer, 2013 ). The recent literature advocates participatory 
approaches or bottom-ƵƉƐƚƌĂƚĞŐŝĞƐ ?ŝŶĨŽƌŵĞĚďǇǇŽƵŶŐƉĞŽƉůĞ ?ƐŽǁŶĐŽŶĐĞƌŶƐ ?ǀĂůƵĞƐ
and priorities, thus increasing feelings of value and sense of control in young women. 
Laverack (2005) asserts that young people become more active in their healthcare and 
comply with guidelines through their own sense of worth rather than from a simple 
transfer of information. This is critical in the promotion of greater access to SRH services 
among young women.  
The current study provides new insight about the ambivalences that exist in service 
ƉƌŽǀŝƐŝŽŶ ? dŚĞƐĞ ƐŝŐŶŝĨŝĐĂŶƚůǇ ĐŽŵƉƌŽŵŝƐĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŚĞĂůƚŚĐĂƌĞ ƐĞĞŬŝŶŐ
behaviours, particularly regarding the use of contraceptives, as evidenced by 
subsequent pregnancies and non-ĐŽŵƉůŝĂŶĐĞ ƚŽ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ?instructions. For 
example, the young women desired injectable contraceptives to prevent pregnancies in 
anticipation of struggles with condom use with their partners. However, service 
providers were reluctant to condone injectable contraceptives they were concerned 
with adverse physical and social side effects, particularly delayed fertility, bleeding and 
reinforcement of cultural, social and religious beliefs/morals. Interestingly, the service 
providers reported being mindful that once the young women got married they would 
be expected to have children to avoid societal reproach. In contrast, young women 
acted in accordance with their own needs and priorities as evidenced by incidences of 
pregnancies in the centres to which the service providers turned a blind eye.  
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dŚĞ ĨŝŶĚŝŶŐƐ ƐŚŽǁ ƚŚĂƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĐŚĂůůĞŶŐĞƐ ƚŽ ĐŽŵƉůǇ with guidelines were 
embedded in interrelated structural constraints such as socio-economic, gender and 
power inequalities, as discussed in Chapter Seven. To a greater extent their dependence 
on their male partners for survival, and dominant construction of masculinity and 
femininity limited their power to demand for their SRH rights like consistent use of 
condoms, as they prioritised gratifying the demands of their sexual partners. The most 
practical healthy decisions were overshadowed by these socio-economic, cultural and 
structural constraints. dŚƵƐ ?ǇŽƵŶŐǁŽŵĞŶ ?ƐĚecisions against bringing their partners to 
the health facility for status disclosure and using condoms were influenced by the 
broader social contexts (including gender power inequalities and nature of relationship 
with the service providers). 
8.3.1.2.2 Nature of relationships with service providers 
 ĐŽŵŵŽŶ ĐŽŶĐĞƌŶ ĂŵŽŶŐƐƚ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ŝŶ ƚŚŝƐ ƐƚƵĚǇ ǁĂƐ ƚŚĞ  ‘parent-child ? 
relationship that they had with service providers. Assuming parental roles towards 
young women, service providers correspondingly felt culturally restrained from 
providing contraceptives to young women and often emphasised abstinence. This 
prevented the majority of young women from being open about sexual issues with the 
service providers for fear of being discovered to be sexually active and due to feelings of 
embarrassment. This is contrary to the National SRH and Rights Policy, which 
emphasises ǇŽƵŶŐ ƉĞŽƉůĞ ?Ɛ ĂĐĐĞƐƐ ƚŽ ^Z, ƐĞƌǀŝĐĞƐ ƚŚĂƚ ƉƌŽǀŝĚĞ ƌĞƐƉĞĐƚĂŶĚ ŝŶĨŽƌŵĞĚ
consent (Ministry of Health, 2009). This implies that the HIV management services are 
not effectively prepared to deal with ƚŚĞǇŽƵŶŐǁŽŵĞŶ ?Ɛcomplex SRH issues (WHO and 
UNICEF, 2008).  
The current study draws attention to the fact that the young women ?ƐůŝǀĞƐwere full of 
tensions and complications particularly around socio-economic realities and status, self-
image, identity choices, sexual relationships and gender power imbalances which 
require adolescent services. From this perspective, the service providers are in a 
distinctive position to acknowledge and embrace the complexity of ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
lives and its consequences on their sexual health. The young women stated that 
individualised attention could assist service providers to understand their concerns and 
challenges to effectively empower them with appropriate information and skills. Service 
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providers need to facilitate the delivery of risk reduction programmes targeted at 
empowering young women to acquire appropriate SRH information, decision making 
and negotiation power and skills on sexual issues, including access to SRH services.  
Interestingly, while young women were concerned about parent-child relationships with 
the service providers, simultaneously they desired supportive and trustworthy 
relationships with the service providers in which they would easily access SRH 
information and services. In the current study, the challenge has been that a close 
relationship also hindered close communication about sexual issues. While the 
literature is silent on the specific components that make up these important patient-
provider relationships, the current study suggests that a safe and supportive 
environment, youthful professionals, child counselling and adolescent friendly skills are 
essential in understanding and embracing sexual issues dominaƚŝŶŐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
lives. This further provided an insight that strong, trustworthy, supportive adolescent W
service provider relationships developed when service providers were able to spend 
ample ƚŝŵĞ ƚŽ ĞĨĨĞĐƚŝǀĞůǇ ĚĞĂů ǁŝƚŚ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŝƐƐƵĞƐ ǁŝƚŚŽƵƚ ũƵĚŐĞŵĞŶƚĂů
ĂƚƚŝƚƵĚĞƐ ? dŚŝƐ ŝƐ ĐŽŶƐŝƐƚĞŶƚ ǁŝƚŚ t,K ?Ɛ(WHO, 2012 :37) standards for adolescent-
friendly services ǁŚŝĐŚ ƐƚŝƉƵůĂƚĞƐ ƚŚĂƚ ?  “ĂĚŽůĞƐĐĞŶƚƐ ŵĂǇ ĨŝŶĚ ŝƚ ĚŝĨĨŝĐƵůƚ ƚŽ
communicate, be shy or frightened, and may need extra time and encouragement to 
talk about their real concerns and service providers need adequate time to deal with 
their adolescents in an effectŝǀĞ ŵĂŶŶĞƌ ? ?The current study suggests the need for 
service providers to understand the significance of their relationships with the young 
ǁŽŵĞŶ ĂŶĚ ƚŽ ĐŽŶƐƚĂŶƚůǇ ƌĞĨůĞĐƚ ŽŶ ƚŚĞŝƌ ĂƚƚŝƚƵĚĞƐ ƚŽǁĂƌĚƐ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
sexuality to promote optimal SRH outcomes. However, further research is required to 
explore how these supportive adolescent-provider relationships can be maintained over 
time as the young women adapt successfully to living with HIV, self-manage their 
challenges of living with positive HIV status and get discharged to adult care or develop 
into womanhood.  
While there is strong link between adolescent-friendly health services and substantial 
increase in use of the services by adolescents (Ferguson, 2010), young women in the 
current study perceived that SRH services were not appealing. 
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8.3.1.2.3 Content/focus of service provision 
All young women who participated in this study from the urban setting attended 
support groups (teen clubs). These groups aimed to provide HIV education from a 
health protection perspective. These included promoting risk reduction strategies like 
abstinence, being faithful and condom use (ABC), information on contraceptive use, 
assisting with HIV status disclosure and negotiation skills. However, the majority of 
young women who were sexually active did not adopt the protective measures such as 
consistent condom use and disclosure of HIV status to their sexual partners. This 
suggests that these strategies are not always realistic or practical or are beyond the 
control of the young women. Thus, the young women would be empowered to employ 
the strategies only if the young women themselves saw the strategies as being a 
feasible way of promoting their optimal SRH outcomes. For instance, the current study 
provides insight that abstinence and condom use in relationships, whereby young 
women were financially dependent on sexual partners or where prevailing gender 
power relations rendered autonomy difficult for them. Several studies found similar 
challenges in Africa among both the HIV positive and negative young women (Bakeera-
Kitaka et al., 2008 , Poulin, 2007). This is critical because it is apparent that despite 
being advised to abstain from sexual activity or use condoms, young women still engage 
in unprotected sex as evidenced by their unwanted pregnancies. There is a gap between 
having knowledge about the risk reduction strategies and their practical application 
(including contraceptive advice and condom use), which needs to be further researched 
and addressed within the health systems.  
In the current study, almost all service providers indicated that they also place emphasis 
on the significance of HIV status disclosure, particularly to sexual partners, but receive 
resistance from the young women about this ? dŚŝƐ ĐŽƵůĚ ƐŝŐŶŝĨǇ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
increasing autonomy (Spencer, 2013), as they actively engaged in practices recognized 
as risky by the service providers despite being aware of the health risks presented to 
them. Despite giving young women several options to bring their partners to the centre 
for counselling and HIV testing, none took up this opportunity. Whilst evidence supports 
that risk-taking is a characteristic of normal adolescent development (Coleman, 2010), 
the common reasons given by the young women for not complying with the guidance 
included the desire not to be seen as sexually active by the service providers, who have 
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been providing care to some of them since they were young, and service ƉƌŽǀŝĚĞƌƐ ?
judgemental attitudes. As reported elsewhere (WHO, 2012), this study confirms that 
judgemental, inconsiderate or unfriendly behaviours of service providers ultimately 
hinder mutual communication and access to SRH services for the young people. In the 
ĐƵƌƌĞŶƚ ƐƚƵĚǇ ? ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ? ĂƚƚŝƚƵĚĞƐ suppressed ǇŽƵŶŐǁŽŵĞŶ ?ƐĂďŝůŝƚǇ ƚŽŵĂŬĞ
decisions on their SRH needs and may have made them resist the imposed 
interventions. This is contrary to the National SRH and Rights Policy, which advocates 
age-appropriate services that address gender equality, empowerment, rights and 
responsibilities, negotiations and decision making skills in sexual and reproductive 
issues (Ministry of Health, 2009).   
dŚĞ ĐƵƌƌĞŶƚ ƐƚƵĚǇ ƐŚŽǁƐ ƚŚĂƚ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŐƌĞĂƚĞƐƚ ŶĞĞĚ ǁĂƐ ĨŽƌ ƚŚĞ ƐĞƌǀŝĐĞ
providers to take time to hear and address their complex practical issues, and provide 
them with an opportunity to access the services of their preference. They felt that 
planned and proactive on-going individual counselling sessions on many other issues 
affecting their lives could be beneficial. In addition, this study has shown that 
preconception counselling and parenting information were not offered in the centres, 
despite a number of young women becoming pregnant. This deficit in health provision 
could be culturally influenced or because the focus of the programs/clubs was to 
discourage teenage pregnancies. As pointed out by Brion et al. (2012), answering all 
patients ? ĐŽŶĐĞƌŶƐ helps to facilitate empowerment, trust and overall acceptance of 
diagnosis and remedies. From this perspective, it could be argued that, overwhelmed 
with gender power imbalances, familial and socio-economic pressures, the young 
women wanted concrete and appropriate answers to their basic questions about 
survival strategies and safe sexual practices in individual context. The current study has 
provided a new insight that young women strongly felt that their personal and sensitive 
questions or needs could not be answered or addressed through group discussions 
during teen club meetings. Some of the universal SRH strategies employed in the 
centres like offering condoms to every adolescent, and holding group discussions are 
not appropriate for meeting individual needs of young women.  
&ƌŽŵƚŚĞƐĞĨŝŶĚŝŶŐƐ ?ŝƚŝƐĐůĞĂƌƚŚĂƚƚŽƐŽŵĞĞǆƚĞŶƚ ?ĨĂŝůƵƌĞŽŶƚŚĞƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?ƉĂƌƚ
to create an atmosphere in which the young women could be heard as individuals, 
express their individual concerns, observations, expectations, limitations, participate in 
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decision making and have their opinions respected, fuelled poor SRH outcomes. It can 
further be argued that appropriate SRH decisions and strategies depend on input from 
both the service providers and young women themselves. This enhances young 
womĞŶ ?Ɛ ƉĞƌĐĞƉƚŝŽŶƐ ŽĨ ďĞŝŶŐ ǀĂůƵĞĚ ? ƌĞƐƉĞĐƚĞĚ ƚŚƵƐ ƉƌŽŵŽƚŝŶŐ ƚŚĞŝƌ ƐĞůĨ-worth and 
ĐŽŵƉůŝĂŶĐĞ ?dŚĞƌĞĨŽƌĞƚŽƵŶĚĞƌƐƚĂŶĚĂŶĚĂĚĚƌĞƐƐƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐĐŽŵƉůĞǆƐĞǆƵĂů ?
social and moral terrain, there is need for mutual participation that evenly divides 
power between the service providers and the young women so that both are satisfied 
with the decisions made for optimal SRH outcomes. The young women presented a 
strong desire to have their concerns and views about their SRH needs heard which can 
ultimately assist in designing appropriate and realistic programs. 
8.3.1.2.4 The need to be heard 
In the current study, the quality of adolescent Wservice provider/caregiver relationships 
like in other studies (Brion et al., 2012 , Ncama et al., 2008) was identified as a 
ƐŝŐŶŝĨŝĐĂŶƚĨĂĐƚŽƌ ŝŵƉĂĐƚŝŶŐŽŶǇŽƵŶŐǁŽŵĞŶ ?ƐĐŽƉŝŶŐĂďŝůŝƚǇ ?ƐĞůĨ-confidence and self-
management. The findings have further shown that healthy, supportive relationships 
promote optimism and an orientation towards the future; including identifying oneself 
as a partner in making healthcare decisions within a supportive, adolescent-focused 
relationship. Some cases, such as Ulemu, Gonjetso, Alindine and Tanyada show that the 
collaborative, positive, adolescent-centred, adolescent-provider relationships enabled 
young women to voice their concerns and confidently played an active role in making 
significant decisions affecting their lives. However, the majority of the service providers 
and parents/caregivers seemed unprepared, unmotivated and uninterested to find out 
about young women ?Ɛ ƐĞǆƵĂů ĚĞƐŝƌĞƐ, choices and challenges. This section builds on 
t,K ?Ɛ ƌĞĐŽŵŵĞŶĚĂƚŝŽŶƐ ĨŽƌ ĂĚŽůĞƐĐĞŶƚ-friendly services and the National SRH and 
Rights Policy (WHO, 2012 , Ministry of Health, 2009). 
In their description of the quality of SRH services they accessed, the young women in 
the current study pointed out that in some centres access was restricted and they were 
put through difficult processes. For example, they had to obtain consent from 
caregivers if they wanted to access injectable contraceptives. Condoms were offered to 
every adolescent without choice. Furthermore, they were challenged by the 
judgemental attitudes of service providers or their difficult questions which they 
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attributed to their cultural or religious beliefs/norms reinforcing abstinence. With this 
kind of approach (i.e. imposing the services on the young women), some young women 
asserted their autonomy in negative health behaviours, as evidenced by their reluctance 
ƚŽ ĐŽŵƉůǇ ǁŝƚŚ ƚŚĞ ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ?instructions and increased incidences of 
pregnancies. These findings clearly shows that service providers turned a blind eye to 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ĂĐƚŝǀŝƚŝĞƐ ŝŶorder to maintain their own cultural and religious 
beliefs, as discussed in Section 7.5.2. Pilkington (2007) asserts that engaging in 
ďĞŚĂǀŝŽƵƌƐĚĞĨŝŶĞĚĂƐ ƌŝƐŬǇŵĂǇďĞ ĞǀŝĚĞŶĐĞ ŽĨ ƚŚĞ ǇŽƵŶŐǁŽŵĞŶ ?Ɛ ƌĞƐŝƐƚĂŶĐĞ ƚŽthe 
authority of adults and service providers, and thus a normal function of adolescent 
development (increasing their own control and autonomy) expressed in negative health 
behaviours. It is clear that the service providers ĚŽǁŶƉůĂǇĞĚǇŽƵŶŐǁŽŵĞŶ ?ƐƉŽǁĞƌƚŽ
act according to their own understanding of sexual health, which is often different to 
the top-down imposed meanings (Spencer, 2013) ?ƐƐƵĐŚ ?ĚĞƐƉŝƚĞƚŚĞĂĚƵůƚƐ ?ĚŽŵŝŶĂŶƚ
perspectives, young women framed their own strategies as an effective way to promote 
their sexual health and self-worth or which were in line with their needs, priorities, 
preferences and values. 
However, the service providers cited several reasons to justify their provision of SRH 
services to young women. On a practical level, they felt challenged by an increased 
workload due to the shortage of professional staff. Additionally, they acknowledged 
their reluctance to hold detailed sexual discussions with the young women and offer 
them particularly injectable contraceptives. They attributed this to their lack of skills in 
youth-friendly health services and navigating cultural and religious beliefs. Sexual issues 
involved matters of great cultural sensitivity and the providers felt that they could be 
perceived as promoting premarital sex if they engaged in discussions with young 
women about such subjects.  
ŚŝƌǁĂĂŶĚ<ƵĚǌĂůĂ ?Ɛ(2001) study in Malawi also found that the service providers were 
refusing to provide SRH services to young people due to religious reasons. Similarly, a 
study about nurse-midwives attitudes towards adolescent SRH needs in Kenya and 
Zambia revealed that 96% of nurse-midwives disagreed that adolescents should be 
permitted to gratify their sexual needs, which was rooted in their culture and religion 
(Warenius et al., 2006). While service providers could be an alternative source of sex 
and SRH information, their cultural and religious beliefs influenced their role in SRH 
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promotion in the current study. Instead, they promoted cultural norms (abstinence), 
particularly when the SRH strategies were against their cultural and religious beliefs, 
which is contrary to the National SRH and Rights Policy.  
It is significant that the current study focused not only on the way in which dominant 
cultural and religious beliefs placed ǇŽƵŶŐ ƉĞŽƉůĞƐ ? ƐĞǆƵĂů ŚĞĂůƚŚ Ăƚ ƌŝƐŬ ? ďƵƚ ĂůƐŽ ŽŶ
how the beliefs influenced service provision with young women resisting service 
ƉƌŽǀŝĚĞƌƐ ?ǀĂůƵĞƐ ?Young women in the current study, despite receiving appropriate SRH 
knowledge, still engaged in unprotected sex, risking unwanted pregnancies and HIV 
transmission. The common reasons cited by young women for not complying with SRH 
information and accessing the SRH services from the centres included parent-child 
relationship, which culturally made it difficult for them to open up on sexual issues and 
disapproves of contraceptive use among unmarried young people. This could indicate 
ƚŚĂƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ŶĞĞĚƐ ĂŶĚ ĐŽŶĐĞƌŶƐ ǁĞƌĞ ŶŽƚ ďĞing prioritised in the 
provision of SRH services (Laverack, 2005).  
8.3.1.2.5 The need for integrated services 
The current study suggests ƚŚĂƚǇŽƵŶŐǁŽŵĞŶĚĞƐŝƌĞĂ ‘one-stop ƐŚŽƉ ?ŬŝŶĚŽĨƐĞƌǀŝĐĞ
that integrates HIV care, SRH and antenatal services. Currently, young women who 
become pregnant disappear or are discharged from teen club and are seen at antenatal 
clinic in different health facilities, where they access services along with adult clients. 
This further exposed the young women to dominant and oppressive power relations 
with older women as they shared the antenatal services under the same roof. They 
reported being insulted by older women for being pregnant at an early age and they felt 
out of place as the clinic is dominated by older, married women. In this context, young 
women believed that it is important that antenatal services are integrated in HIV 
management strategy to reduce social reproach and have their own support group for 
young mothers to share experiences and challenges. They also believed that if they 
were reviewed by service providers who are more aware of their needs, they could 
understand their social, moral and sexual terrains, hence enabling them to open up on 
their pressing sexual issues and freely access SRH services to prevent unwanted 
pregnancies.  
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As found in a previous study (Chirwa and Kudzala, 2001), the current study shows that 
cultural norms act as social control mechanism on ǇŽƵŶŐƉĞŽƉůĞ ?ƐďĞŚĂǀŝŽƵƌƐ ŝŶŵĂŶǇ
societies in order to discourage them from becoming sexually active. Although the 
ƉƌŽǀŝĚĞƌƐ ?ƚĞĐŚŶŝĐĂůĐŽŵƉĞƚĞŶĐĞĂŶĚƉŽƐŝƚŝǀĞĂƚƚŝƚƵĚĞƐĂƌĞƉĂƌƚŽĨƚŚĞŶĂƚŝŽŶĂůǇŽƵƚŚ-
friendly health services (YFHS) and are crucial in effectively attracting young people to 
use SRH services (National Youth Council of Malawi and UNFPA, 2010), in the current 
study, the majority of the service providers were not yet trained in YFHS (see Table 6). 
As such, it could be argued that the definitions and perceptions of quality SRH services 
between the two groups (the providers and the users) greatly differed. The current 
study has highlighted that while the young women have a need to exercise their SRH 
rights, control their sexual health and choose SRH services they needed, the majority of 
service providers emphasise abstinence and condom use. ^ĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ? own moral 
codes were more informed by their cultural, religious and social norms than by their 
professional training and obligations. The implications of these differences include lack 
of service satisfaction by the young women, ultimately leading to limited uptake of the 
appropriate SRH services and consequently poor SRH outcomes. This clearly means that 
the quality of services on its own cannot guarantee adoption of safe sexual practices by 
young women because some social, cultural and religious norms upheld by service 
providers still deny their SRH rights.  
8.4 Conclusion 
This study has shown that several factors (including social and cultural normative 
expectations) shape ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉƐǇĐŚŽsocial and sexual experiences and 
challenges. Building a positive identity, cultural silence, coping capabilities and 
carĞŐŝǀŝŶŐ ĐŚĂůůĞŶŐĞƐ ǁĞƌĞ ŬĞǇ ŝƐƐƵĞƐ ƚŚĂƚ ŝŶĨůƵĞŶĐĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉƐǇĐŚŽƐŽĐŝĂů
experiences. Upon finding about their positive HIV status, young women endured 
sadness due to cultural silences. They strived to fit in their social groups leading them 
into complex situations where they had little control over their sexual and reproductive 
health as they sought love and acceptance. Lack of support networks and ambiguity 
about telling young women about their HIV status were two key challenges that 
affected the kind of care that young women received from their caregivers. These had a 
major impact on ǇŽƵŶŐǁŽŵĞŶ ?Ɛ psychosocial experiences and sexual behaviours. 
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Socio-economic factors, model of service provision and service providers shaped young 
ǁŽŵĞŶ ?ƐƐĞǆƵĂůĞǆƉĞƌŝences. Both caregivers and service providers turned a blind eye 
ƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůĂĐƚŝǀŝƚŝĞƐ ?zŽƵŶŐǁŽŵĞŶ ?ƐŐƌĞĂƚĞƐƚŶĞĞĚǁĂƐƚŽďĞŚĞĂƌĚĂŶĚ
for the service providers to address their complex practical issues. However, some 
service providers upheld cultural and religious norms, making it hard for them to talk 
about relationships, sexual behaviours with the young women or offer them 
contraceptives. This signifies that the service providers are still falling short in tackling 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛsexual needs, let alone empowering them with the necessary 
information to enable them to balance rights and responsibilities, and to make 
informed decisions about their sexual health and contribute to their quality of SRH well-
being. This is incongruent with the National SRH and Rights Policy in Malawi, which 
advocates contraceptive use for everyone aged 15 years and above (Ministry of Health, 
2009). These findings have critical policy and practice implications for SRH services for 
young women who acquire HIV perinatally, as discussed in the final chapter.   
299 
 
CHAPTER NINE 
CONCLUSION 
9.1 Introduction 
This final chapter summarises the ƐƚƵĚǇ ?Ɛkey findings and interpretations to show its 
key contributions to knowledge in the field of HIV adolescent health. The implications of 
the findings for programme development, service provision and future research are 
described. This chapter is divided into three sections. The first section focuses on the 
key contributions to knowledge within the two overarching focus areas of the current 
study  W the psychosocial and SRH experiences and challenges of growing up with HIV. 
The second section outlines the implications of the findings. The final section outlines 
ƚŚĞƐƚƵĚǇ ?s strengths and weaknesses.   
The aim of this study was to determine the meaning of the experiences of growing up 
with perinatally-acquired HIV for young women aged 15-19 in Malawian context. The 
study aimed to explore the complĞǆŝƚŝĞƐŽĨǇŽƵŶŐǁŽŵĞŶ ?Ɛůŝǀes from the perspectives 
of young women, their caregivers and service providers. The study further sought to 
ĞǆĂŵŝŶĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĐŚĂůůĞŶŐĞƐin order to understand their health outcomes 
within the wider socio-cultural and structural context that shaped their experiences and 
options. 
The study addressed the following research objectives: 
To explore the psychosocial, sexual and reproductive experiences of growing up with 
perinatally-acquired HIV for the young women  
 To determine the structural factors, perceptions, values and aspirations 
ŝŶĨůƵĞŶĐŝŶŐ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ ĂƐ ƚŚĞǇ ŐƌŽǁ ƵƉ ǁŝƚŚ ,/s ƚŽ
adulthood. 
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To explore the health, sex and relationship challenges for young women growing up 
with perinatally-acquired HIV and the impact of the current HIV related and SRH 
services 
 To identify the psychosocial and SRH challenges of the young women as they are 
growing up to adulthood. 
 To identify the issues and challenges encountered by caregivers as they look 
after the young women growing up with HIV. 
 To identify the issues and challenges encountered by service providers as they 
provide health care to the young women growing up with HIV. 
 To assess the impact of the existing health services on the needs of the young 
women as they grow up to adulthood. 
 To identify the most important and realistic strategies in meeting needs of 
perinatally HIV infected young women as they grow up to adulthood in Malawi.  
This study employed a case study approach. Individual in-depth interviews were the 
method of data collection. Forty-two initial semi-structured interviews were conducted 
with the three categories of the participants  W young women, their caregivers and 
ƐĞƌǀŝĐĞƉƌŽǀŝĚĞƌƐ ?dŚƌĞĞŝŶƚĞƌǀŝĞǁƐĨŽƌĞĂĐŚ ‘ĐĂƐĞ ?ĐŽŵƉƌŝƐŝŶŐŽĨĂǇŽƵŶŐǁŽŵĂŶ ? ? ?-19 
years), a nominated primary caregiver and a service provider making fourteen 
interviews per each category of participants. Ten follow up interviews were conducted 
with some of the participants regarding issues arising from initial interviews that 
required clarifications, but were not as structured or detailed as the initial interviews. A 
repeat interview was conducted with a caregiver (a sister to Ulemu), who became 
distressed as she was narrating about the nature of relationship with their aunt.  ‘DǇ
ƐƚŽƌǇ ? ďŽŽŬƐ ǁŚŝĐŚ ĐŽŵƉƌŝƐĞĚ ŽĨresearcher-generated images depicting different life 
experiences and events and sentence completion exercise were used to facilitate 
interviews with the young women as they explained their experiences and needs basing 
on the chosen images.  ‘DǇ ƐƚŽƌǇ ? ďŽŽŬgave young women more control over the 
representation of their lived realities, thereby addressing unequal power relations 
between the researcher and the researched. The book allowed young women to 
communicate not only key events but also contexts, values and challenges as they 
explained the experiences in reference to the chosen images.  
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Since young women are considered persons with diminished autonomy, they are 
vulnerable to coercion or undue influence, thus the researcher ensured that their 
participation in the study was informative and non-coercive. Information sheets and 
consent forms were used in recruitment of the participants. Confidentiality, anonymity 
and respect for privacy were considered paramount as on-going issues at every stage 
from data collection to the write up of this thesis, especially in view of the stigma and 
secrecy surrounding HIV. Retroductive analysis was undertaken to penetrate to a 
deeper level of social reality by discovering the real mechanisms or structures that led 
ƚŽ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ  ?ĂƐƚŽŶ  ? ? ? ? ) ?Within-cases and cross-cases analyses 
were undertaken to produce more contextually grounded, transferable findings. A focus 
ŽŶ ŝŶĚŝǀŝĚƵĂůĂĐĐŽƵŶƚƐǁŝƚŚŝŶĞĂĐŚ  ‘ĐĂƐĞ ?ǁĂƐ ŝŵƉŽƌƚĂŶƚƚŽďĞ ĂďůĞ ƚŽǀŝĞǁĞĂĐŚĐĂƐĞ
individually within its own context and remain true to the case study approach (Stake, 
2006), as reflected in Chapter Four. Cross-case analysis was undertaken to examine how 
systematically themes and sub-themes (issues) cut across all the cases to identify 
similarities, differences, relationships and contradictions across the fourteen cases, then 
cross-case conclusions were drawn, as reflected in Chapters Five, Six and Seven.  
9.2 Summary of key study contributions  
This section summarises the key contributions to knowledge within the two main focus 
areas of the current study. The first area was concerned with the psychosocial 
experiences of young women and how they coped with their complex situations. The 
second area was on health, sex and relationship experiences and challenges, and how 
ƚŚĞĞǆŝƐƚŝŶŐŚĞĂůƚŚƐĞƌǀŝĐĞƐŝŵƉĂĐƚŽŶǇŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉĞƌiences.  
9.2.1 Psychosocial experiences and challenges in growing up with HIV 
 Key contribution 1: Young women endure hidden pain and long suffering on 
their own, as a result of cultural silence.  
The current study provides a new insight that most young women endured the hidden 
pain, long sufferings and the tragedy of the disease on their own, which was attributed 
to cultural silence. Cultural beliefs about discussing death and sexual issues (including 
contraception) with children in many Malawian cultures ůŝŵŝƚĞĚǇŽƵŶŐǁŽŵĞŶ ?ƐĐŚĂŶĐĞ
of discussing and dealing with their intense feelings and challenges with the caregivers 
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and service providers ?dŚŝƐǁĂƐĞǆĞŵƉůŝĨŝĞĚďǇǇŽƵŶŐǁŽŵĞŶ ?ƐĞǆƉƌĞƐƐŝŽŶŽĨƵŶƐƉŽŬĞŶ
grief as they explained their traumatic experiences of feeling neglected and abused for 
years.   
 Key contribution 2: Loss of physical attractiveness generates negative attention 
from female peers, leading to marginalised and stigmatised experiences.  
Almost all young women with visible marks of HIV infection that affected their physical 
appearance felt more marginalised among their female peers compared to their male 
counterparts, thus affecting their social identity. The study further adds that social 
rejection linked to changes in physical appearance was more prevalent from their 
female counterparts. This could be attributed to social values on ideal qualities and 
physical appearance for a woman, which collide with the reality of HIV infection. Hence, 
this presented risks for their sexual health as they sought love, acceptance and personal 
security in male relationships. 
 Key contribution 3: Young women have agency to deal with their difficult 
situations. 
The current study provides a new insight that these young women are active agents in 
their difficult situations as they build and use strategic relationships, particularly sexual 
relationships, as an economic strategy to boost their self-image and secure their 
livelihood. This signifies that young women have the agency and capacity to deal with 
their social challenges, limits and demands that make up their everyday lives.  
 Key contribution 4: There are several factors within the family and health system 
that may promote resilience, agency and psychological well-being among the 
young women.  
The current study identified that collaborative, positive, adolescent-centred, 
adolescent-service provider relationships, social capital (strong support networks with 
caregivers, peers or teachers  W emotionally and financially), religious beliefs and access 
to SRH information and choices are key in promoting ǇŽƵŶŐǁŽŵĞŶ ?Ɛresilience, agency 
and psychological well-being. dŚĞƐĞ ĨĂĐƚŽƌƐ ŝŵƉƌŽǀĞĚ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĐĂƉĂĐŝƚǇ ƚŽ
achieve their academic and vocational goals and resist peer pressure, thereby reducing 
their exposure to sexual risks. The literature is silent on the specific components that 
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make up the significant patient-provider relationships, suggesting that more research is 
required in this area. The current study further adds that safe and supportive 
environment, youthful professionals, child counselling and adolescent friendly skills are 
essential in understanding and embracing the social, moral and sexual issues 
ĚŽŵŝŶĂƚŝŶŐǇŽƵŶŐǁŽŵĞŶ ?ƐůŝǀĞƐŚĞŶĐĞĞĨĨĞĐƚŝǀĞůǇŵĞƚŝŶŐƚŚĞŝƌŶĞĞĚƐ ? 
 Key contribution 5: Most caregivers need emotional and financial support 
themselves. 
Living with the positive HIV status is challenging for both the young people and their 
caregivers (Punpanich et al. 2012). The current study provides insight that caregiving 
coupled with younger age, low socio-economic status, social rejection and personal 
ŝŶƐĞĐƵƌŝƚǇŽǀĞƌƉŽǁĞƌĞĚƚŚĞĐĂƌĞŐŝǀĞƌƐ ? will to care, productivity and economic security. 
Hence, it diminished the coping abilities for both the young women and their caregivers. 
Caregivers ? ŝŶĂďŝůŝƚǇƚŽƉƌŽǀŝĚĞĨŽƌƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐŶĞĞĚƐŝŶĐƌĞĂƐĞĚǇŽƵŶŐǁŽŵĞŶ ?Ɛ
vulnerability. This clearly shows that most caregivers need support themselves.  
9.2.2 Sexual and reproductive health experiences and challenges 
 Key contribution 6: Young women engage in sexual relationships to seek love 
and acceptance, and to boost their self-image. 
Prior studies show that perinatally HIV infected young people engage in sexual activities 
for pleasure and financial gains (Busza et al 2013, Hodgson et al. 2012, Li et al. 2010, 
Obare and Van der Kwaak 2010). The current study has extended these findings 
showing that young women also engaged in sexual relationships to seek love and 
acceptance and to boost their self-image. The HIV positive status and the visible marks 
of HIV infection elicited stigmatization by peers and the society, hence affecting young 
ǁŽŵĞŶ ?Ɛ ƐŽĐŝĂů ƐƚĂƚƵƐ ĂŶĚ ŝĚĞŶƚŝƚǇ ?As such, they engaged in male relationships for 
companionship and/or as an economic strategy in attempt to boost their social status 
and self-worth as young women following the social rejections and loss of parental 
affection and support.  
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 Key contribution 7: The complexity of yŽƵŶŐǁŽŵĞŶ ?Ɛ lives, particularly around 
socio-economic realities and status, sexual relationships, gender power relations 
and normative social expectations, diminished their agency, decision making 
power and choices on sexual issues. 
The current study has shown that multiple losses (including the loss of adult support) 
implied loss of belonging, limited or lost opportunities for young women to secure 
finances and advance academically. dŚŝƐ ĚŝŵŝŶŝƐŚĞĚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛself-image. Since 
this made them feel different from their female peers (in terms of socio-economic 
status and physical attractiveness), they attempted to regain that sense of belonging 
and sought love and acceptance through sexually attaching themselves to male 
partners. They also relied on men for material and financial support to boost their social 
status. However, they encountered gender power inequalities in these male 
relationships which limited their sexual agency (including bargaining power) and choices 
in sexual issues. This, coupled with cultural normative expectations, gives male partners 
a position of power concerning sexual issues and a correspondingly diminished ability 
among young women to make decisions about safer sex practices. As a result, despite 
young women having access to appropriate information, it became very challenging to 
adopt protective measures, to which they were already averse due to their longing for 
status through sexual relationships. 
 Key contribution 8: TƵƌŶŝŶŐĂďůŝŶĚĞǇĞƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůĂĐƚŝǀŝties is a 
common response by both caregivers and service providers. 
The current study has shown how caregivers and service providers turn a blind eye to 
ǇŽƵŶŐǁŽŵĞŶ ?Ɛ ƐĞǆƵĂůĂĐƚŝǀŝƚŝĞƐ ?Both caregivers and service providers complied with 
their own cultural and religious beliefs, which hindered mutual communication on 
sexual issues with the young women. Service providers acknowledged that their 
reluctance was rooted in their lack of skills in youth-friendly health services and cultural 
and religious beliefs that reinforce abstinence. Most caregivers turned a blind eye to 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů ĂĐƚŝǀŝƚŝĞƐ ŝŶ ĞǆĐŚĂŶŐĞ ĨŽƌ ĨŝŶĂŶĐŝĂů Žƌ ŵĂƚĞƌŝĂů ŐĂŝŶƐ for they 
ǁĞƌĞ ƵŶĂďůĞ ƚŽ ƉƌŽǀŝĚĞ ĨŽƌ ƚŚĞ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŶĞĞĚƐ ? In this context, most of them 
were unable to control ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛrisky sexual behaviours, or it could also be a 
collective collusion to maintain face or a ĨĂŵŝůǇ ?ƐƌĞƉƵƚĂƚŝŽŶ ?
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 Key contribution 9: Ambivalences in priorities, values, preferences and 
ƉĞƌĐĞƉƚŝŽŶƐĂĨĨĞĐƚǇŽƵŶŐǁŽŵĞŶ ?ƐĐŽŵƉůŝĂŶĐĞƚŽadult guidance and access to 
SRH services. 
Prior studies found that status disclosure to a sexual partner can encourage adoption of 
protective measures (Obare and Van der Kwaak 2010, Birungi et al. 2009, Kadowa and 
Nuwaha 2009). However, the current study provides a new insight that the attitudes, 
beliefs and actions of the others, dependence on the male partners for support and 
cultural and social normative expectations (gender inequalities) compelled young 
women to keep their status a secret. Despite caregivers and service providers 
emphasising the significance of abstinence, protective sex and HIV status disclosure 
particularly to sexual partners, the young women resisted. The study further adds that 
caregivers were more concerned with protecting their own families from bad 
reputation, social exclusion and legal repercussions if the male partners discovered on 
their own. In contrast, the young women feared social rejection and loss of their 
sources of support which assisted them to cope with their difficult situations and boost 
their self-worth. These ambivalences in views concerning sex, safer sex and status 
disclosure to partners signified differences in values and priorities between 
caregivers/service providers and the young women. These differences in turn affected 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĐŽŵƉůŝĂŶĐĞ ƚŽcaregivers ?/service ƉƌŽǀŝĚĞƌƐ ? guidance and access to 
SRH education and services as they perceived other risks.  
 Key contribution 10: HIV ŝƐŵĂŝŶůǇǁŽŵĞŶ ?Ɛresponsibility.   
The current study has shown that HIV responsibility is mainly placed on young women. 
Prior study in Malawi (Reniers, 2008) revealed that women are likely to be divorced 
after their spouses learn of their HIV positive status, due to male dominance in sexual 
issues. The current study provides a new insight that apart from male dominance, the 
termination of the sexual relationships by male partners upon status disclosure was 
attributed to the fact that HIV responsibility was placed upon the female partners. 
Similarly, ĐĂƌĞŐŝǀĞƌƐ ?concern and pressuring of young women to disclose their status to 
male partners than vice versa, uncovers lack of attribution of responsibility to men but 
rather placing the HIV responsibility on women.  
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 Key contribution 11: All HIV management centres under study still fall short of 
providing for ǇŽƵŶŐǁŽŵĞŶ ?Ɛ^Z,ŶĞĞĚƐ 
The current study provides an insight that the HIV management centres under study still 
fall short of providing what the young women need and an appropriate approach (the 
services that are appealing and friendly to the young women). Young women felt they 
were not being heard as individuals. Service providers fail to create an atmosphere in 
which young women can express their individual concerns and expectations or 
participate in decision making and have their SRH choices respected. Although peer 
support groups promote psychological well-being (Johnston et al. 2012, Gately et al. 
2007, Koch et al. 2004), the young women strongly felt that some of the universal SRH 
strategies employed in the centres, like group discussions and offering condoms to 
every adolescent are not solely appropriate in meeting their individual needs. In 
addition, those who become pregnant felt that they are discharged from teen club 
without being given an option for social support or are exposed to dominant and 
oppressive power relations with older women as they shared the antenatal services in 
different health facilities. 
9.3 Implications of the study  
The findings of the current study have several implications for the programme 
development, service provision and research. 
9.3.1 Programme development and service provision 
The findings from the current study can inform the practice of HIV care delivery and 
development of programmes relevant to young women growing up with HIV in diverse 
ways. These implications include interventions for: (i) the young women, (ii) their 
caregivers, (iii) the community, (iv) the service providers; and (v) the models of care.  
9.3.1.1 Interventions for the young women 
The findings revealed that young women are unable to communicate their intense 
feelings, hidden pains and experiences to caregivers and service providers due to 
cultural silence. Hence, their intense feelings and agony remained unaddressed within 
most families and the health systems. Lack of knowledgĞ ĂďŽƵƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
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suffering left many caregivers even service providers struggling to deal with the 
practical psychosocial and sexual issues affecting the young women, leading to poor 
mental health and SRH outcomes. The counselling services available in the centres are 
reactive to situations like status disclosure, and/or deviant behaviours as reported by 
caregivers. These findings have two implications. First, the findings suggest that 
planned, proactive and on-going individual counselling sessions should be offered to 
young women to help them cope with loss, sexual rights, gender power roles/norms or 
a supplementary strategy like individual therapy to effectively help breach the deep-
seated cultural silence. The service providers (including teen club coordinators) need to 
further develop child counselling strategies and skills through continuing education or 
short training courses to effectively address young womĞŶ ?Ɛ ŵĞŶƚĂů ŚĞĂůƚŚ ŶĞĞĚƐ. 
zŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĞǆƉĞĐƚĂƚŝŽŶs of humane responses from service providers to their 
issues are equally significant. Second, HIV care services need to incorporate mental 
health assessment from routine screening to thorough assessment and provision of 
care.  
The current study shows that young women engage in early sex for love, acceptance 
and support. It is evident that in spite of advising young women to disclose their status 
and refrain from sexual activity or use condoms, they still engaged in unprotected sex 
leading to unwanted pregnancies. As such, optimal SRH outcomes can be achieved only 
ǁŚĞŶǇŽƵŶŐǁŽŵĞŶ ?ƐƉĞƌƐƉĞĐƚŝǀĞƐŽŶŝĚĞĂůƐĞǆƵĂůŚĞĂůƚŚƐĞƌǀŝĐĞƐĂƌĞƵŶĚĞƌƐƚŽŽĚĂŶĚ
considered paramount. Currently, service providers emphasise on abstinence, or young 
women are offered condoms without choice, yet most struggle with condom use with 
their partners, leading to unwanted pregnancies. The social construction of masculinity 
and femininity and the socio-economic characteristics shaped the factors that 
constituted barriers to protective behaviour to a large extent. These findings have three 
implications.  
First, the current study suggests that SRH promotion efforts need to be in line with 
ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ŽǁŶ ƉĞƌĐĞƉƚŝŽŶƐ ŽĨ ƚŚĞŝƌ ƐĞǆƵĂů Śealth. Ignoring this perception is 
undermining the principles of empowerment that emphasise the significance of 
ƌĞĐŽŐŶŝǌŝŶŐǇŽƵŶŐǁŽŵĞŶ ?ƐŽǁŶĐŽŶĐĞƌŶƐ(Laverack, 2005), and the SRH services will 
seemingly be irrelevant to young women. Therefore, service providers need to 
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understand ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƉƌŝŽƌŝƚŝĞƐ ? ǀĂůƵĞƐ ? ƉƌĞĨĞƌĞŶĐĞƐ ? ĞǆƉĞĐƚĂƚŝŽŶƐ ĂŶĚ ŐŽĂůƐ ŝŶ
order to design risk reduction programs that are appropriate and mutually acceptable.  
Second, the current study suggests that policy makers and NGOs need to be aware of 
ǇŽƵŶŐǁŽŵĞŶ ?Ɛ material needs, and get involved in empowering these young women 
with stable income generating activities or sources of income (not hand-outs). Thus, 
without empowerment on resource mobilization, guaranteed condom access alone is 
inadequate to reduce their risks for poor SRH outcomes. Economic opportunities 
through small scale businesses, academic and vocational achievements in the current 
study gave young women a position of power to desist being vulnerable and fostered 
their ability to exercise agency and become resilient. The need to empower the young 
women reinforces what the then United Nations Secretary-General Kofi Annan 
emphasised in 2004 at an International Conference in Bangkok (Kofi, 2004) ?  “ǁŚĂƚ ŝƐ
needed is positive change that will give more power and confidence to women and girls. 
ŚĂŶŐĞƚŚĂƚǁŝůůƚƌĂŶƐĨŽƌŵƌĞůĂƚŝŽŶƐďĞƚǁĞĞŶǁŽŵĞŶĂŶĚŵĞŶĂƚĂůůůĞǀĞůƐŽĨƐŽĐŝĞƚǇ ? ?
Third, the current study suggests that the service providers (including teen club 
coordinators) need to further develop strategies and skills on resource mobilization and 
provision of contraceptives to young women through continuing education or short 
training courses. This in turn enables them to conduct regular trainings with young 
women to effectively access contraceptives other than condoms and empower them 
with ideal resource mobilisation strategies.  
While caregivers in the current study were concerned about legal repercussions 
following status non-disclosure, the National HIV and AIDS Policy is interestingly silent 
on the subject of status disclosure to sexual partners. Instead, it makes reference to the 
Laws of Malawi in very broad terms, which may be applied to those who may knowingly 
or negligently infect their sexual partners. The policy points out that  “ƚŚĞ ƉĞŶĂů
legislation criminalizes conduct that puts the general population at risk of infection such 
as rape, defilement and other sexual assaults, unlawful wounding and other grievous 
ďŽĚŝůǇŚĂƌŵĐŽŶĚƵĐƚ ?(Government of Malawi, 2011:7). However, according to Laws of 
Malawi, though not specific, HIV non-status disclosure in a sexual relationship is an 
ŽĨĨĞŶĐĞ ƵŶĚĞƌ ^ĞĐƚŝŽŶ  ? ? ? ŽĨ ƚŚĞ WĞŶĂů ŽĚĞ  ?ĐŚĂƉƚĞƌ ? P ? ? ) ? ǁŚŝĐŚ ƐƚĂƚĞƐ ƚŚĂƚ ?  “ĂŶǇ
person who unlawfully or negligently does any act which is, and which he knows or has 
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reason to believe to be, likely to spread the infection of any disease dangerous to life, 
shall be guilty of an offence at the maximum custodial penalty presently is one year ? 
(Government of Malawi, 2010). Currently, the penalty is being reviewed with an 
intention of enhancing it, and because the development of the HIV and AIDS legislation 
has not yet been enacted into law, thus those who violate the provisions of this 
legislation are unpunished because there are no tools to empower the public 
institutions delegated with enforcement of the law and health rights in general 
(Government of Malawi, 2011). 
Conversely, building on previous arguments (Bernard, 2010 , Wainberg, 2009 , Open 
Society Institute, 2008 , UNAIDS, 2008) and from the findings of the current study, it 
could be argued that criminalizing HIV exposure and/or transmission can increase the 
likelihood of eroding public health norms that support joint responsibility for HIV 
prevention. This can further exacerbate stigma associated with HIV, while undermining 
actions of the underlying cultural and socio-economic factors responsible for the HIV 
transmission. Therefore, the current study suggests that while the HIV and AIDS 
legislation is being reviewed, the following critical and ethical issues should be 
considered: whether an HIV positive woman who is unable to negotiate safer sex by 
virtue of her age or gender power imbalances sexually transmits the virus to her 
partner, should she be accused and criminalised? Involvement and robust collaboration 
of various stakeholders in designing ideal and realistic strategies to assist caregivers 
meet their own and young women ?Ɛ ŶĞĞĚƐ ŝŶ ƚŚĞ ďƌŽĂĚĞƌ ĐŽŶƚĞǆƚ, is highly 
recommended. 
9.3.1.2 Interventions for the caregivers 
The current study shows that the majority of the caregivers encounter various 
emotional, physical, social and financial difficulties that in turn influence the care and 
support they give to young women. In addition, caregivers with low socio-economic 
ƐƚĂƚƵƐ ĂůƐŽ ƐƚƌƵŐŐůĞĚ ƚŽ ĐŽŶƚƌŽů ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞǆƵĂů behaviours. Therefore, these 
findings suggest that caregiving must be acknowledged as a central part of the response 
to the epidemic. Caregivers require a range of financial, psychosocial, medical and social 
support themselves as most of them are young, over-stretched with the caring 
ƌĞƐƉŽŶƐŝďŝůŝƚŝĞƐ ?ĂŶĚƵŶĂďůĞƚŽƉƌŽǀŝĚĞĨŽƌƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐŶĞĞĚƐ ?There is need to 
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ƉƌŽǀŝĚĞƉƌŽŐƌĂŵŵĞƐƚŚĂƚǁŝůůďƵŝůĚƵƉĐĂƌĞŐŝǀĞƌƐ ?ůŽĐĂůƐŽĐŝĂůƐƵpportive networks, and 
training that will enable caregivers to identify ideal resource mobilisation strategies. 
This can create economic opportunities for caregivers particularly female caregivers 
who are themselves struggling with the existing gender power relations.  
The current study demonstrates that most biological caregivers, particularly the 
females, are marginalised and blamed for passing on the virus to their young people or 
for breaching morality. This finding suggests that the nature and impact of this stigma 
needs to be acknowledged and addressed in healthcare practice and policy, particularly 
its ability to influence parental capabilities to support the young women and seek 
support from the health facilities or communities where necessary. The caregivers need 
to be assisted with how they can deal with HIV in an adolescent Wfriendly, age-
appropriate way through training or regular joint meetings with the services providers 
focusing on: 
 The complex practical issues affecting young women. These include the 
normative expectations, different priorities, values and develop realistic 
strategies regarding risk reduction and economic security among the young 
women. /ŶƐƚĞĂĚŽĨĚŝƐƚĂŶĐŝŶŐ ƚŚĞŵƐĞůǀĞƐ ĨƌŽŵ ǇŽƵŶŐǁŽŵĞŶ ?Ɛ ƐŽĐŝĂů ƌĞĂůŝƚŝĞƐ ?
ŐƌĞĂƚĞƌĂƚƚĞŶƚŝŽŶ ƚŽǇŽƵŶŐǁŽŵĞŶ ?Ɛ ŝŶƚĞƌĞƐƚƐ ?ƉƌŝŽƌŝƚŝĞƐĂŶĚǀĂůƵĞƐ  ?ƐŽĐŝĂů ĂŶĚ
medical) is thus crucial to promote their compliance to adult guidance.  
 Communication skills around status disclosure and sexual issues with their young 
women without focusing on blame or shame, and to identify practical issues 
affecting the young women and refer them appropriately.  
 Caregivers ? own emotions and fears regarding the young women and balancing 
the benefits and difficulties of parental disclosure and support or parent-child 
discussions on challenges within the specific personal, family and cultural 
contexts.  
 Understanding more about factors that influence status disclosure within the 
family context which may allow for development of family-centred interventions 
like establishment of family clinics that improve coping capacity within the 
family unit and beyond.  
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9.3.1.3 Intervention for service providers 
The current study has shown that despite some young women being sexually active and 
others becoming pregnant, some service providers were still reluctant to discuss sexual 
issues with the young women or to offer them SRH services, particularly injectable 
contraceptives. The findings show that cultural normative expectations locate service 
providers at a critical intersection between cultural and social values which promote 
sexual abstinence until marriage, ĂŶĚƚŚĞƌĞĂůŝƚǇŽĨǇŽƵŶŐǁŽŵĞŶ ?ƐƉƌĞŵĂƌŝƚĂůƐĞǆĂŶĚ
desire to use contraceptives. These findings have two implications.  
First, the study suggests that service providers need to acknowledge that they are key in 
ĞŵďƌĂĐŝŶŐƚŚĞǇŽƵŶŐǁŽŵĞŶ ?ƐĐŽŵƉůĞǆůŝĨĞ, and empowering them to acquire decision 
making and negotiation power and skills on sexual issues through SRH education and 
ƐĞƌǀŝĐĞƐ ?dŚĞƌĞĨŽƌĞ ?ŝŶƐƚĞĂĚŽĨĐŽŶƚƌŽůůŝŶŐǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůďĞŚĂǀŝŽƵƌƐĂŶĚĂĐĐĞƐƐ
to the services, service providers need to network and establish collaboration with 
caregivers. Both service providers and caregivers musƚ ƌĞĂůŝƐĞ ƚŚĂƚ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
health related choices are different from their own and should not be dismissed as 
wrong or irrational, but rather they should be effectively acknowledged and addressed. 
Both need to empower young women with the necessary information to enable them 
to balance rights and responsibilities, exercise agency, make informed decisions about 
their sexual health and contribute to their quality of SRH well-being.  
Second, the study suggests that it is critical that cultural, social and religious norms 
ĂƚƚĂĐŚĞĚƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůŝƚǇĂŶĚĂĐĐĞƐƐƚŽ^Z,ƐĞƌǀŝĐĞƐďĞŝŶĐŽƌƉŽƌĂƚĞĚŝŶĂůů
undergraduate trainings for health professionals and continuing education should be 
offered to assist all service providers to deal with the realities of adolescent health and 
the changing picture of adolescent sexuality even in the context of chronic illness. 
Service providers should be trained or reoriented to undertake their work without 
ďĞĐŽŵŝŶŐ  ‘ƉĂƌĞŶƚƐ ? ƚŽ ǇŽƵŶŐ ǁŽŵĞŶ in order to promote open discussions on sexual 
issues. What is needed by the young women goes beyond simple provision of SRH 
services, but includes assisting them acquire life skills such as capability to 
communicate, negotiate safer sex and the right to make sound decisions.  
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Another implication for graduate programmes relates to adolescent Wprovider 
relationship and counselling training. The findings of the current study indicate that 
young women benefit from counselling sessions and able to cope positively with their 
positive status when they have on-going counselling and establish a strong therapeutic 
relationships with their counsellors. The significance of relationship building implies that 
this aspect of counselling deserves special attention in both undergraduate and 
counsĞůůŽƌƐ ? ƚƌĂŝŶŝŶŐ ƉƌŽŐƌĂŵŵĞƐ ? tŚŝůĞ ƐŽŵĞ ŽĨ ƚŚĞ ƵŶĚĞƌŐƌĂĚƵĂƚĞ ƉƌŽŐƌĂŵŵĞƐ ŝŶ
health related courses offer counselling skills and related courses that focus on the 
therapeutic relationship, aspects of relationship-building and counselling skills should 
be built into other courses in colleges/universities. The inclusion of counselling skills and 
relationship enhancement techniques in all aspects of health related undergraduate 
programmes emphasise the significance of individualised, focused and effective 
counselling sessions in patient care.  
Whereas the current study and other studies (Watt et al. 2009, Cotton, et al. 2005, 
Smith 2005) view religious and spiritual practices as potential resilience factors for 
coping with positive HIV infection, HIV care services have given the practice less 
attention. The implication on the service providers is two-fold. First, the current study 
suggests that ƐĞƌǀŝĐĞ ƉƌŽǀŝĚĞƌƐ ŶĞĞĚ ƚŽ ĂƐƐĞƐƐ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐƉŝƌŝƚƵĂů ŶĞĞĚƐ ĂŶĚ
reflect on how they could be assisted to have their needs met with confidentiality and 
respect to their individual human dignity. Second, the current study suggests that 
service providers need to network and collaborate with chaplains providing pastoral 
care within the health facilities, referring to them young women who may need or 
benefit from pastoral care services. 
9.3.1.4 Implications on models of care 
Basing on the National SRH and Rights Policy, t,K ?ƐƌĞĐŽŵŵĞŶĚĂƚŝŽŶƐĨŽƌĂĚŽůĞƐĐĞŶƚ
friendly services (WHO, (2012 ) and the findings of the current study, it is clear that SRH 
services in all the centres under study still fall short of providing what the young women 
need (i.e. appropriate care), particularly with regard to services that are appealing and 
friendly to young women. In this context, the current study suggests that all the health 
services should be made adolescent-friendly; adolescents should access the services 
they need to make a positive contribution to their health. The SRH services should be 
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accessed by all young women from the age of 15 years, as recommended by the 
National SRH and Rights Policy and be provided in the right manner with respect, 
without getting the young women into trouble with their parents or caregivers. Young 
ǁŽŵĞŶ ?Ɛ ǀĂůƵĞƐ ĂŶĚ ƉƌĞĨĞƌĞŶĐĞƐ ďĞ ƌĞƐƉĞĐƚĞĚ ĂŶĚconfidentiality about sexual 
behaviour should be protected.  
In the current study, several young women were sexually active and five out of fourteen 
had experienced a pregnancy. The current study investigated their pregnancy outcomes 
and one young woman has had two children who acquired HIV perinatally (the second 
child is dead). The findings show that pregnant young women disappear from teen club 
meeting for fear of being stigmatised by their peers and some service providers. They 
access antenatal services in other health facilities and reappear at HIV management 
centres or at teen club after delivery of their babies. Effective prevention of mother to 
child transmission (PMTCT) is a critical component of antenatal care (ANC) for the 
pregnant young women to reduce vertical transmission. This study suggests that the 
current practice of referring young women to other facilities for antenatal services be 
reconsidered. The ANC should be integrated in HIV management strategy to reduce 
social reproach as currently young women are being subjected to dominant and 
oppressive power relations with older antenatal women when they share the services.  
Service providers should be able to identify pregnant young women early and ensure 
that they access a full range of antenatal and PMTCT services. The findings also 
recommend that the National HIV and AIDS Policy and SRH and Rights Policy need to 
consider young women who acquire HIV perinatally as one of the priority areas in 
provision of impact mitigation services. 
It is evident in the current study that young women encounter several challenges as 
they access SRH education and services in the centres under study. As such, they 
pointed out significant and practical SRH issues for the improvement of their SRH 
outcomes. The seven central issues regarding SRH education and services were 
identified and these include the need to: 
 be heard as individuals, not as a group (like during teen club meetings). 
 have their complex practical issues given a priority beyond the medical scope. 
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 have their caregivers supported with ǇŽƵŶŐǁŽŵĞŶ ?ƐƉƌĂĐƚŝĐĂůŶĞĞĚƐ, including 
adolescent sexual health and ideal resource mobilization strategies, rather than 
just focusing on control of their sexual issues. 
 be provided with an opportunity to make their own decisions regarding their 
sexual well-being in supportive, trustworthy relationships, and safe and friendly 
environments, to access services they need in light of their diverse challenges.  
 be reviewed by service providers with adolescent-friendly skills, who can 
understand their sexual trajectory without judgemental attitudes, thus enabling 
them open up on their sexual issues and freely access the SRH services. 
 be in contact with specific service providers - suggestive of continuity in care as 
it can facilitate problem-solving. The young women felt that continuity in care 
could significantly enable service providers to follow them up on personal and 
sexual issues, unlike in the current situation, whereby they have to be seen by 
different service providers, creating disruptions in their care and follow-up.  
 have a separate support group (teen club) for teen mothers to share experiences 
and challenges of parenthood, and individually or collectively to mobilise 
resources to reduce their vulnerability. 
9.3.1.5 Interventions for the community 
The current study shows that there is lack of attribution of responsibility to men, rather 
than placing the HIV responsibility on young women. This could be attributed to young 
ǁŽŵĞŶ ?Ɛ inferior socio-economic position and gender power inequalities. The low 
socio-economic status, limited decision making power, negative self-image and gender 
power relations were found to be central ƚŽǇŽƵŶŐǁŽŵĞŶ ?ƐǀƵůŶĞƌĂďŝůŝƚǇ and decision 
making in sexual issues. These structural and contextual issues challenged and 
facilitated how and why young women made particular sexual choices and seek SRH 
services. Since these issues are socially and culturally imposed, this study suggests 
prompt action of various stakeholders.  
There is need to map out strategies for increasing awareness of adverse consequences 
of some normative expectations upon HIV infected young women. Service providers 
need to network and collaborate with influential community, traditional and religious 
leaders to gain their support in enhancing community awareness on cultural issues that 
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impact on young women. There is need to identify positive aspects of the cultural 
normative expectations relative to HIV infection rather than solely blaming the culture 
for failing to promote optimal SRH outcomes. Leaders need to be trained in how to 
mitigate the negative impacts of the other dominant cultural issues (e.g. gender power 
relations) and how to empower the young women with the practical capacity to 
mobilise and control their own resources. This training in turn can change the culturally 
embedded dominating power relations and reinforce ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĂǁĂƌĞŶĞƐƐ ŽĨ
their SRH rights to enable them oppose gender power imbalances, exercise agency and 
allow them make decisions regarding their SRH. Hence, enabling them to be resilient, 
develop assertiveness skills to stand for their rights, attain autonomy in accessing SRH 
services, and recognise their significant abilities thus reducing their vulnerability.  
9.3.2 Future research  
The current study focused on psychosocial and sexual experiences and needs of young 
women growing up with HIV. However, the findings suggests further research on the 
following key areas: (i) experiences of young women accessing non-specialised HIV care, 
(ii) mental health outcomes in HIV infected young people, (iii) adolescent-provider 
relationships, (iv) knowledge-implementation gap on condom use, and (v) integration of 
HIV care, SRH and antenatal services. 
9.3.2.1 Experiences of young women accessing non-specialised HIV care 
The findings in the current study relate more to young women who were accessing 
services from the multidisciplinary centres where HIV related health services were 
readily available and the majority of service providers had received specialised training 
and experience in the field of HIV and AIDS. Young women who were accessing services 
in peripheral facilities and other centres without specialised HIV care were not 
approached because they were hard to reach. Cultural, social and moral norms 
identified among the cases in the current study are anticipated to be stronger in 
peripheral (e.g. more rural) areas, and the young women, their caregivers and the 
service providers in these areas and other centres without specialised HIV care are likely 
to have different experiences and challenges. More research is needed on the 
experiences of hard to reach young women, and those receiving care from non-
specialist settings. 
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9.3.2.2 Mental health outcomes in HIV infected young people 
Mental health problems were common among young women in the current study. 
Whether the higher rates of mental health problems (including suicidal ideas or 
attempts) are due to HIV itself or to social, familial or other factors requires further 
investigation. Since the current study shows that mental health problems in young 
women are often under identified, specific research on mental health in HIV infected  
young women may provide an insight on whether and how mental health influences 
coping with HIV status.  
In addition, there is a need for operational research to explore models of counselling or 
provision of psycho-social care in terms of its impact on mental health. Most HIV 
interventions in this context are evaluated against SRH outcomes, whereas this study 
seems to suggest that mental health outcomes are equally important. 
9.3.2.3 Adolescent-service provider relationships 
In the current study, young women desired supportive and trustworthy relationships 
with the service providers in which they would easily access SRH information and 
services. However, the challenge has been that close relationship between service 
providers and the young women also hindered close communication about sexual 
issues. As such, this study suggests that a safe and supportive environment, child 
counselling and adolescent-friendly skills are essential in understanding and embracing 
ƐĞǆƵĂůŝƐƐƵĞƐĚŽŵŝŶĂƚŝŶŐǇŽƵŶŐǁŽŵĞŶ ?ƐůŝǀĞƐ ?However, further research is needed to 
gain better insight on how these supportive adolescent-service provider relationships 
can be developed and maintained over time, as the young women adapt successfully to 
living with HIV and get discharged to adult care. There is also need for operational 
research to develop and evaluate training materials on communication skills for the 
service providers in this area. 
9.3.2.4 Knowledge-implementation gap on condom use. 
The current study has shown that there is a gap between being knowledgeable about 
risk reduction and applying it in a practical context, which needs to be researched 
further and addressed within the health systems. Particular focus should be on how the 
risk reduction strategies (compliance to contraceptive advice and condom use) can be 
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reinforced in the boarder contexts. In order to develop effective interventions in this 
area, it may be useful to conduct additional research to further examine ŵĞŶ ?Ɛ
perceptions and experiences in sexual relationships with HIV infected young women. 
Further exploration of gender roles (including attitudes, values, priorities and practices) 
on condom use would increase understanding of the strategies that are important and 
realistic in reinforcing adoption of protective measures. 
9.3.2.5 Integration of HIV care, SRH and antenatal services. 
The findings of this study show that young women would like services that integrate HIV 
care, SRH and antenatal services. As such, this study suggests that there is need for 
operational research to develop and evaluate news ways of providing integrated HIV 
care, SRH and antenatal services.  
While the findings of the current study cannot be generalised beyond the group of 
young women whose cases were analysed, the findings are of value to young women, 
caregivers and service providers providing care to young women growing up with HIV. 
However, this discussion would not be complete without making note of the strengths 
and weaknesses that need to be considered for the future studies. 
9.4 Study strengths and weaknesses 
9.4.1 Study weaknesses 
Young women and caregivers approached and recruited in the current study were those 
who were attending multidisciplinary centres where HIV related health services were 
readily available, and the majority of service providers had specialised training and 
experience in the field of HIV and AIDS. Young women who were lost to follow-up and 
accessing services in peripheral facilities who are likely the most marginalised and most 
vulnerable to social exclusion and inequalities were not approached because were 
harder to reach. These were likely to have different experiences and challenges of 
growing up with perinatal HIV. Nevertheless inclusion of accounts of young women 
from impoverished families or who lived in rural settings and encountered difficulties 
visiting the facilities due to financial constraints provided insight into these complexities 
of accessing the services. The use of a number of research methods also assisted the 
researcher to ably consider the congruence and complementarity of each participant 
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ŐƌŽƵƉ ĂŶĚ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ĨŝĞůĚ ŶŽƚĞƐ ǁŝƚŚ ƚŚĞ ĚĂƚĂ ĨƌŽŵƚŚĞ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ŝŶ-depth 
interviews provided a comprehensive overview, but more in-depth study of particular 
groups is needed (Greene and McClintock, 1985).  
All participants were from the central region of Malawi (where the researcher lives), 
which has different cultural and social normative expectations from the other two 
regions of the country (southern and northern). The central region as a geographical 
area ĐŽƵůĚ ŚĂǀĞ ĂŶ ŝŵƉĂĐƚ ŽŶ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ and health seeking 
behaviours. It would be interesting to learn the psychosocial and sexual experiences 
and health seeking behaviours of young women in the southern and northern regions. 
The study includes only experiences of young women. Although they cited numerous 
instances of male beliefs and behaviours, the findings may not adequately represent the 
male perspectives. It must be noted that the experiences of the young men could be 
different or could share some similarities. Further studies of young men and the 
comparison between the malĞƐ ?ĂŶĚĨĞŵĂůĞƐ ?ĞǆƉĞƌŝĞŶĐĞƐĂƌĞ recommended for future 
researchers. 
The current study adopted a qualitative case study approach. This aimed to provide a 
representation of the social reality and a deeper insight into the phenomenon (needs 
and experiences of growing up with HIV) within its context (Grbich, 1999). The findings 
provide a rich picture of the small number of young women and are a valuable insight 
for those seeking greater understanding. Bowling (2009) affirms this point that 
qualitative methods have an advantage over quantitative methods in situations where 
maximum opportunity to pursue an exploratory approach is desired and when the 
issues are sensitive or complex. In contrast to qualitative work, quantitative study seeks 
to count occurrences, establish statistical links among variables or concepts, and 
establish findings that can be generalised to the population from which the sample was 
drawn (Green and Thorogood, 2004). In this context, the views represented in this 
thesis are not generalizable beyond the group of young women whose cases were 
analysed (to all young women with perinatally acquired HIV in Malawi). Nevertheless, 
adopting multiple case study approach, selecting a diverse sample of young women 
(based on a range of demographic, socio-economic and HIV-related variables) and 
conducting comprehensive analysis of the whole data set from multiple sources of 
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evidence allows transferability of the findings to young women growing up with 
perinatal HIV in similar context. Lack of generalization is a limitation of qualitative 
research but it may be argued that it is necessary to understand a phenomenon before 
you can measure it. For example, this study has shown that the stigma that surrounds 
,/s ŝŶĨĞĐƚŝŽŶ ŝŵƉĂĐƚĞĚŽŶ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ ƐĞůĨ-esteem making it difficult for them to 
access the support and care they desperately needed, and male relationships opened 
up avenues for young women to access love and acceptance, which boosted up their 
self-esteem as they grow up with HIV. The qualitative approach does not allow for 
cross-comparisons between quantifiable factors such as respondents' socio-economic 
status, or measurements of self-esteem and quality of life. Such a study would require a 
quantitative approach and would utilise survey-based methods and robust 
measurement tools. However, whilst such an approach might demonstrate correlations 
between these factors, it would not provide the depth needed to understand the reality 
ŽĨƚŚĞƐĞǇŽƵŶŐǁŽŵĞŶ ?ƐůŝǀĞƐ ? 
9.4.2 Study strengths 
The case study approach enabled discovery of complex processes and structural 
ƌĞĂůŝƚŝĞƐŽĨƚŚĞǇŽƵŶŐǁŽŵĞŶ ?Ɛ ůŝǀĞƐĂƚ ŝŶĚŝǀŝĚƵĂů ? ĨĂŵŝůǇĂŶĚŚĞĂůƚŚĨĂĐŝůŝƚǇ ůĞǀĞůƐƚŚĂƚ
may not have been attained through other approaches. The approach enabled the 
researcher to focus holistically on young women as it encompassed all the key 
individuals involved in provision of their care within the family and the health systems. 
Hence, multiple perspectives yielded in-ĚĞƉƚŚ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ǇŽƵŶŐ ǁŽŵĞŶ ?Ɛ
psychosocial and sexual experiences of growing up with perinatal HIV.  
While acknowledging ƚŚĂƚ ŝŶ ƵƐŝŶŐ  ‘ĐŽŶǀĞŶƚŝŽŶĂů ? ĚĂƚĂ ĐŽůůĞĐƚŝŽŶ ƚĞĐŚŶŝƋƵĞƐ ? ǇŽƵŶŐ
people were sometimes reluctant to discuss their sexuality and avoided direct questions 
on sexual issues (Busza et al., 2013), the ŝŶŶŽǀĂƚŝǀĞ ‘ŵǇƐƚŽƌǇďŽŽŬ ?ĂƉƉƌŽĂĐŚdesigned 
for the current study encouraged ǇŽƵŶŐǁŽŵĞŶ ?Ɛopenness on sexual issues.  ‘DǇƐƚŽƌǇ ?
books comprising sentence completion exercises and researcher-generated images 
depicting different life experiences and events, gave young women more control over 
the representation of their lived realities. The approach addressed unequal power 
relations between the researcher and the researched, hence yielding powerful and rich 
ĚĂƚĂŽŶǇŽƵŶŐǁŽŵĞŶ ?ƐƐĞǆƵĂůĞǆƉĞƌŝĞŶĐĞƐ. Young women were able to communicate 
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not only key events but also contexts, values and challenges including sexual issues as 
they explained the experiences in reference to the chosen images.  
9.5 Conclusion 
This study is unique because it is the first study to determine the psychosocial and 
sexual experiences and challenges of the young women with perinatally-acquired HIV 
holistically (within the family and the health systems), based on the underlying 
structures and mechanisms in real-life contexts. The study has demonstrated a 
contextual understanding of interpersonal dynamics, mechanisms and structural 
realities influencing the sexual agency as a cornerstone of adolescent sexual health 
(particularly among young women growing up with HIV). Disseminating these findings in 
the HIV management centres, through publications and forums like national and 
international conferences will inform the policies and health practices on appropriate 
and realistic strategies of supporting the young women within the family unit and 
health systems in order to promote optimal mental health and SRH outcomes.  
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Appendix B: Study Participant Recruitment Poster 
ARE YOU A YOUNG WOMAN AGED 15-19? 
WOULD YOU LIKE TO TELL US ABOUT GROWING UP? 
Young women are needed for a study taking place in this centre.  
This study is open to girls aged 15 to 19 years, their caregivers and service providers. 
 “'ƌŽǁŝŶŐhƉ PEĞĞĚƐŽĨ&ĞŵĂůĞĚŽůĞƐĐĞŶƚƐĂƐdŚĞǇ'ƌŽǁŝŶƚŽĚƵůƚŚŽŽĚ ? 
The purpose of the study is to better understand needs and issues that impact on girls 
as they grow up to adulthood in order to promote services that are best for them. 
 
 
The research will be conducted at Baylor and Lighthouse HIV Management Centres 
For additional information contact Gertrude Mwalabu at: 09 99930195 
or e-mail Gertrude at: mwalabugees2004@kcn.unima.mw. 
Principal Investigator: Gertrude Mwalabu 
University of Nottingham,  
School of Health Sciences 
 
  
,7·67,0(72',6&866 
ABOUT NEEDS AND ISSUES 
THAT IMPACT ON GIRLS AS 
THEY ARE GROWING INTO 
$'8/7+22'´$1<21(
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Appendix C: Observer Information Sheet for Service Providers 
Dear Service Provider 
                                      
                 
 
You are being invited to take part in observational study. Before you decide you need to 
understand what it will involve for you. This information sheet tells you the purpose of 
this study, what will happen if you take part and about the conduct of the study.  Feel 
free to ask if there is anything that is not clear or if you would like further information. 
Please take time to decide if you wish to participate. 
The aim of this study is to understand the needs of female adolescents are they grow up 
to adult hood. This will help in promoting health services that will be best for them and 
help them to keep well and healthy. The study will run for nearly 6 months. You have 
been invited to participate because you are a health professional providing care, 
information and support to adolescents in this centre so you are eligible to participate. 
Your experiences and views on needs of the adolescents growing up with the illness will 
be of a particular interest for this study. 
Participating in this study does not require you to adjust the services you provide in any 
way. However a researcher will be observing you as you deliver these services and 
interact with adolescents, in order to determine the range and quality of care, 
information and support you provide to them. The researcher will take detailed notes 
on consultation style, professional-adolescent interaction, service provision approach 
and your interactions with adolescents will be tape recorded. The findings of this study 
will not have any implications upon you as a health professional but will improve the 
evidence base for the health practice in the researched area.  
Your participation is voluntary and you can withdraw at any time without any penalty.  
/ĨǇŽƵĚŽŶŽƚǁŝƐŚƚŽƉĂƌƚŝĐŝƉĂƚĞŝŶƚŚĞƐƚƵĚǇĐŽŵƉůĞƚĞƚŚĞ ‘ŽƉƚŽƵƚ ? slip and return it to 
the receptionist. 
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For more information, contact: 
Gertrude Grey Tiwonge Mwalabu 
Address: The University of Nottingham, School of Health Sciences 
Telephone: +44 07586038037 (UK); 09 99930195 (Malawi  W contact during field work) 
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Appendix D: Observer Opt Out Slip for Service Providers 
 
I have read and understood the observer information sheet  
I understand that further information about the study is available from: 
Name of investigator: Gertrude Grey Tiwonge Mwalabu 
Address: The University of Nottingham, School of Health Sciences 
Telephone: +44 07586038037 (UK) 
09 99930195 (Malawi  W contact during field work) 
 
However I do not wish to be observed for this study.  
Name of participant: ________________________________________ 
Signature of participant: ________________________________________ 
Signature of investigator: ____________________ Date: ______________ 
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Appendix E: Observer Information Sheet for Adolescents 
 
You are being invited to take part in observational study. Before you decide you need to 
understand what it will involve for you. This information sheet tells you the purpose of 
this study, what will happen if you take part and about the conduct of the study.  Feel 
free to ask if there is anything that is not clear or if you would like further information. 
Please take time to decide if you wish to participate. 
The aim of this study is to understand your needs as you are growing up to adult hood. 
This will help in promoting health services that will be best for you and help you to keep 
well and healthy. The study will run for nearly 6 months. You have been invited to 
participate because you are an adolescent accessing services in this centre. 
You do not need to do anything different to participate in this study; the plan is for you 
to access the services without any interference. However a researcher will be observing 
you as you access various services, behave and interact with professionals, in order to 
determine the range and quality of care, information and support you receive. The 
researcher will take detailed notes on the services accessed and the approach. Your 
interactions with the health professionals will be tape recorded. Your participation is 
voluntary and you can withdraw at any time without any penalty.  If you do not wish to 
ƉĂƌƚŝĐŝƉĂƚĞ ŝŶƚŚĞƐƚƵĚǇĐŽŵƉůĞƚĞƚŚĞ ‘ŽƉƚŽƵƚ ?ƐůŝƉĂŶĚƌĞƚƵƌŶŝƚƚŽƚŚĞƌĞĐĞƉƚŝŽŶŝƐƚŽƌ
the health professionals. 
  
*,5/6,7·67,0(72
CONSIDER ABOUT OUR 
NEEDS, AS WE ARE 
GROWING INTO ADULTHOOD, 
´$1<21(:,//,1*"µ 
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For more information, contact: Gertrude Grey Tiwonge Mwalabu 
Address: The University of Nottingham, School of Health Sciences 
Telephone: +44 07586038037 (UK); 09 99930195 (Malawi  W contact during field work) 
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Appendix F: Observer Opt Out Slip for Adolescents  
 
I have read and understood the observer information sheet  
 
I understand that further information about the study is available from: 
Name of investigator: Gertrude Grey Tiwonge Mwalabu 
Address: The University of Nottingham, School of Health Sciences 
Telephone: +44 07586038037 (UK) 
09 99930195 (Malawi  W contact during field work) 
 
However I do not wish to be observed for this study.  
Name of participant: ________________________________________ 
Signature of participant: ________________________________________ 
Signature of investigator: ____________________ Date: ______________ 
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 Appendix G: Information Sheet for Adolescents 
 
You are being invited to take part in a study involving young women. Before you decide 
to participate you need to understand what it will involve for you. Take time to read the 
following information carefully and talk to others if you wish. This information sheet 
tells you the purpose of this study and what will happen if you take part.  If there is 
anything that is not clear, please feel free to ask. Please take time to decide if you wish 
to participate. 
What is the purpose of the study? 
This study is part of a project the researcher is doing at the University of Nottingham in 
the United Kingdom. The study is looking at your needs as you are growing up to 
adulthood. This will help in making health services better for you to help you to keep 
well and healthy. The study will run for ten months. 
Why have I been invited? 
You are being asked to participate because you are a young woman between 15-19 
years of age. The researcher would like to talk to you if you have been attending this 
centre for over six months. The researcher would like to hear about your needs and 
experiences as you are growing up with the illness. Your views on the services offered 
to you in this centre, will help improve the health services for all young women like you. 
  
*,5/6,7·67,0(72
DISCUSS ABOUT OUR 
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Do I have to take part? 
It is up to you to decide whether to take part or not. If you decide to take part, you are 
free to change your mind at any time without any consequences. This would not affect 
the care you receive from this centre. 
What will happen to me if I take part? 
If you decide to take part you will be asked to invite your caregiver like a parent or 
anyone who is taking care of you to participate in the study. After that you and your 
caregiver will be asked to identify a nurse or a doctor to take part in the study. This 
should be a nurse or doctor who has been in constant contact with you for over 6 
months.   
zŽƵǁŝůůďĞŐŝǀĞŶ “ŵǇƐƚŽƌǇ ?ďŽŽŬĐŽŶƚĂŝŶŝŶŐĂŶactivity and different pictures to assist 
you in writing your story about growing up to adulthood. The activity will require you 
complete some sentences and to put stickers on or draw pictures that suit best your 
experiences and needs of growing up with the illness. You will be given stickers, a 
pencil, rubber, sharpener and colouring pens in order to do this activity. You will be 
asked to complete the exercise in the  “ŵǇƐƚŽƌǇ ?ďŽŽŬĂƚŚŽŵĞĂƚǇŽƵƌŽǁŶƚŝŵĞĂŶĚ
your own pace within the specific period of time.  There are no right or wrong answers 
in writing your story. You will simply write your experiences, feelings and views on the 
issues that impact on your living with the illness. In case pictures may not best suit your 
experiences or needs, then you may be required to draw any that suit your situation 
best in the spaces provided. 
hƉŽŶĐŽŵƉůĞƚŝŽŶŽĨƚŚĞ “ŵǇƐƚŽƌǇ ?ďŽŽŬĞǆĞƌĐŝƐĞǇŽƵǁŝůůďĞĂƐŬĞĚƚŽƚĂŬĞƉĂƌƚ ŝŶĂŶ
interview. During interviews you will be asked to explain what you have written and the 
pictures chosen ŝŶǇŽƵƌ “ŵǇƐƚŽƌǇ ?ďŽŽŬ ?/ĨƚŚĞƌĞŝƐĂůŽƚƚŽƚĂůŬĂbout or if you do not 
wish not to continue with the initial interview, you will be asked to take part in a second 
interview. During the interview, the interviewer will take notes and with your 
permission the discussion will be tape-recorded. You may keep tŚĞŽƌŝŐŝŶĂů “ŵǇƐƚŽƌǇ ?
ďŽŽŬĨŽƌǇŽƵƌƐĞůĨĂŶĚƚŚĞŝŶƚĞƌǀŝĞǁĞƌǁŝůůŚĂǀĞĂƉŚŽƚŽĐŽƉǇŽĨƚŚĞ “ŵǇƐƚŽƌǇ ?ďŽŽŬ ?
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What are the benefits of taking part? 
There are no immediate benefits for your participation in this study. However your 
story may help improve the health services given to you and other young women like 
you. Your story  will provide useful information necessary to assist policy makers 
advocate for the most important and realistic health services that are best for you as 
you are now growing up to adulthood. 
What are possible disadvantages of taking part? 
There are no disadvantages or likely dangers to your taking part in this study. However 
our discussion will involve detailed questions that may focus on personal and sensitive 
issues. The questions will tackle issues related to your experiences of growing up with 
the illness and sexual relationships. You will not be forced to answer questions or talk 
about issues that you would prefer not to discuss. If you feel such questions would 
upset you, or not wish to continue with the interview, you will be free to do so. This will 
not have any implications upon you or the care you receive from this centre. On the 
other hand, we can agree when we can repeat the interview. 
What will happen if I do not want to carry on with the study? 
If you decide to withdraw from the study after taking part in the interviews, the data 
will be retained and be used as part of the results for this study. 
Will my taking part in the study be kept confidential? 
All information collected will be confidential and used for the purpose of this study only. 
However in situations where you disclose information requiring urgent attention of the 
nurse or a doctor, or suggestive of abuse or risk for harm, then the interviewer will 
consult the nurse or doctor for intervention. This will be done to prevent further harm. 
In addition, data collected will be anonymous. You will be required to invent 
ƉƐĞƵĚŽŶǇŵƐ ĨŽƌ ǇŽƵƌ  “ŵǇ ƐƚŽƌǇ ? ďŽŽŬ ƚŽ ĞŶƐƵƌĞ ŵĂǆŝŵƵŵ ĐŽŶĨŝĚĞŶƚŝĂůŝƚǇ ĂŶĚ 
anonymity. The collected information will be stored in a locked filing cabinet at the 
ƌĞƐĞĂƌĐŚĞƌ ?ƐƐĐŚŽŽůto restrict unauthorized access to data.  
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What if there is a problem? 
If you have a concern about any aspect of this study or any complaint about the way 
you have been handled by the researcher, you should ask to speak to the researcher. 
The researcher will do everything possible to address your concern or answer your 
questions. 
Who is organizing and funding the study? 
This study is organized and funded by the University of Nottingham in UK. 
What will happen to the results? 
This is an academic project that is being carried out as part of the requirement for the 
completion of my PhD studies at the University of Nottingham in UK. The results of the 
study will be published in a scientific journal. The anonymous results will further be 
made available to you, your caregivers and service providers as the participants and to 
policy makers.  
Who has reviewed the study? 
The study has been reviewed by my research supervisors: Dr Catrin Evans and Professor 
Sarah Redsell and the confirmation review panel at the University of Nottingham. 
If you would like to take part in this study or discuss this further, please inform any of 
the health workers in this centre or contact the researcher. 
Contact for further information: 
The researcher: Mrs Gertrude Grey Tiwonge Mwalabu 
Address:         Kamuzu College of Nursing,  
                        P/Bag 1,  
                         Lilongwe, 
                         Malawi  
Telephone:        09 99930195  
E-mail:          mwalabugees2004@kcn.unima.mw;  ntxggm@nottingham.ac.uk  
Thank you very much for taking time to read this information sheet 
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Appendix H: Information Sheet for Caregivers 
 
 
 
 
 
You are being invited to take part in a research study. Before you decide you need to 
understand what it will involve for you. Please take time to read the following 
information carefully and talk to others if you wish. This information sheet tells you the 
purpose of this study, what will happen if you take part and about the conduct of the 
study.  Feel free to ask if there is anything that is not clear or if you would like further 
information. Please take time to decide if you wish to participate. 
What is the purpose of the study? 
This study is part of my PhD in Nursing Studies which am undertaking with the 
University of Nottingham. The aim of this study is to understand the needs of your 
daughter as she is growing to adult hood. This will help in promoting health services 
that will be best for her and others to keep well and healthy. The study will run for 
nearly 8 months. 
Why have I been invited? 
You have been invited because you provide care for an adolescent aged between 15-19 
who is interested in participating in this study. Your experiences and views are 
important to help improve health services to meet the needs of your adolescent as she 
is growing up to adulthood. 
Do I have to take part? 
It is entirely up to you to decide whether to participate or not. If you decide to take 
part, you are free to withdraw at any time and without giving a reason. This would not 
affect the care your adolescent receives from this centre. 
  
CAREGIVERS,7·67,0(72
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What will happen to me if I take part? 
If you decide to participate you will be given an opportunity with your adolescent to 
identify a nurse or a doctor who has been in constant contact with your adolescent, to 
participate in the study as well. Your participation is voluntary and you can withdraw at 
any time without any penalty. There are no right or wrong answers during the 
interviews, you will simply be asked about your experiences, challenges and views on 
caring for your adolescent who is now growing up with the illness. The interviewer will 
take notes and the interview will be tape-recorded.   
What are the benefits of taking part? 
There are no direct benefits for your participation in this study, however your 
experiences and views will assist to improve the health services given to your 
adolescent and other adolescents like her.  
What are possible disadvantages of taking part? 
There are no disadvantages or foreseeable risks to your participation in this study, 
however the interview will involve detailed questions on your experiences of raising up 
your adolescent in relation to other sensitive issues like sexual and reproductive health 
as she is now growing up with the illness to adulthood. If you feel such questions would 
upset you, or not wish to continue with the interview, you will be free to withdrawal at 
any point of the study without any implications upon you or your adolescent or we can 
agree when we can repeat the interview. 
What will happen if I do not want to carry on with the study? 
If you decide to withdraw from the study after taking part in the interviews, the tape 
recording or any notes taken will be destroyed immediately. 
Will my taking part in the study be kept confidential? 
All information collected will be confidential and used for the research purposes only. 
However in situations where you disclose information requiring urgent attention of the 
health professionals, or suggestive of abuse or risk for harm for your adolescent, then 
the interviewer with your consent will consult the nurse or doctor for intervention so as 
to prevent further harm. In addition, data collected will be anonymous. The collected 
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information will be stored in a locked filing cabinet to restrict unauthorized access to 
data.  
What if there is a problem? 
If you have a concern about any aspect of this study or any complaint about the way 
you have been handled during the study, you should ask to speak to the researcher, 
who will do everything possible to address your concern or answer your questions. 
Who is organizing and funding the study? 
This study is organized and funded by the University of Nottingham in UK. 
What will happen to the results? 
The results of the study will form part of my PhD thesis and will be published in a 
scientific journal. The anonymous results will further be made available to you as 
participants and to health professionals and policy makers.  
Who has reviewed the study? 
The study has been reviewed by my research supervisors: Dr Catrin Evans and Professor 
Sarah Redsell from the University of Nottingham. 
For more information, contact:  
The researcher: Gertrude Grey Tiwonge Mwalabu 
Address: The University of Nottingham, School of Health Sciences 
Telephone: +44 07586038037 (UK) 
09 99930195 (Malawi  W contact during field work) 
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Appendix I: Information Sheet for the Service Provider 
Dear Service Provider 
                                      
                 
 
You are being invited to take part in a research study. Before you decide you need to 
understand what it will involve for you. Please take time to read the following 
information carefully. This information sheet tells you the purpose of this study, what 
will happen if you take part and about the conduct of the study.  Feel free to ask if there 
is anything that is not clear or if you would like further information. Please take time to 
decide if you wish to participate. 
What is the purpose of the study? 
This study is part of my PhD in Nursing Studies which am undertaking with the 
University of Nottingham. The aim of this study is to understand the needs of female 
adolescents as they grow up to adult hood. This will help in promoting health services 
that will be best for them to keep well and healthy. The study will run for 8 months. 
Why have I been invited? 
You have been invited to participate because you are a health professional providing 
health care, information and support to adolescents in this centre. Your experiences in 
providing services to these adolescents and your views on their needs and experiences 
as they are growing up will be of a particular interest for this study. 
Do I have to take part? 
It is entirely up to you to decide whether to participate or not. If you decide to take 
part, you are free to withdraw at any time and without giving a reason. This would not 
affect your work in this centre. 
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What will happen to me if I take part? 
If you decide to participate, you will simply be asked about your experiences, challenges 
and views on providing services to female adolescents who are now growing up with 
the illness. The interviewer will take notes and the interview will be tape-recorded.   
What are the benefits of taking part? 
There are no direct benefits for your participation in this study; however your 
experiences and views will assist to improve the health services given to adolescents in 
this centre. 
What are possible disadvantages of taking part? 
There are no disadvantages or foreseeable risks to your participation in this study, 
however the interview will involve detailed questions on your experiences of providing 
services to the adolescents which will include sensitive issues like sexual and 
reproductive health as they grow up with the illness to adulthood. If you feel such 
questions would upset you, or not wish to continue with the interview, you will be free 
to withdrawal at any point of the study without any implications upon your work or we 
can agree when we can repeat the interview. 
What will happen if I do not want to carry on with the study? 
If you decide to withdraw from the study after taking part in the interviews, the tape 
recording or any notes taken will be destroyed immediately. 
Will my taking part in the study be kept confidential? 
All information collected will be confidential and used for the research purposes only. In 
addition, data collected will be anonymous. The collected information will be stored in a 
locked filing cabinet to restrict unauthorized access to data.  
What if there is a problem? 
If you have a concern about any aspect of this study or any complaint about the way 
you have been handled during the study, you should ask to speak to the researcher, 
who will do everything possible to address your concern or answer your questions. 
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Who is organizing and funding the study? 
This study is organized and funded by the University of Nottingham in UK. 
What will happen to the results? 
The results of the study will form part of my PhD thesis and will be published in a 
scientific journal. The anonymous results will further be made available to you as 
participants and to health professionals and policy makers.  
Who has reviewed the study? 
The study has been reviewed by my research supervisors: Dr Catrin Evans and Professor 
Sarah Redsell from the University of Nottingham. 
For more information, contact:  
The researcher: Gertrude Grey Tiwonge Mwalabu 
Address: The University of Nottingham, School of Health Sciences,   
Telephone: +44 07586038037 (UK); 09 99930195 (Malawi  W contact during field work) 
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 Appendix J: Consent Form for Adolescents  
I have read and understood the participant information sheet  
In signing this consent form I confirm that I understand: 
1. The purpose of the research project and my involvement in it.                                                          
2. My participation is entirely voluntary                                                                   
3. I may withdraw from the research at any stage without giving reasons.                                          
4. Withdrawing will not penalize or disadvantage me in any way.                                  
5. The observed interactions and interviews will be tape recorded if I accept it to 
be so.                                                                                                                                                      
6. All data are for research purposes only.                                                                                                  
7. All my data are confidential and the data will be destroyed within five years after 
completion of the study.                                                                                    
8. Extracts from the interview may be anonymously quoted in any report or 
publication arising from the research.                                                                                    
9. If I have questions about the research, or if I would like to see a copy of the final 
findings of the study, I can contact the researcher by calling her on the number 
given or write her on the address given.                                                                                            
 
I understand that further information about the study is available from: 
Name of investigator: Gertrude Grey Tiwonge Mwalabu 
Address: The University of Nottingham, School of Health Sciences 
Telephone: +44 07586038037 (UK); 09 99930195 (Malawi  W contact during field work) 
 
I agree/do not agree* to participate in this study. (*Delete where applicable) 
Name of participant: ________________________________________ 
Signature of participant: ________________________________________ 
Signature of investigator: ____________________ Date: ______________ 
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Appendix K: Consent Form for Caregivers  
I have read and understood the participant information sheet.  
In signing this consent form I confirm that I understand: 
1. The purpose of the research project and my involvement in it.                                                          
2. My participation is entirely voluntary                                                                   
3. I may withdraw from the research at any stage without giving reasons.                                           
4. Withdrawing will not penalize or disadvantage me in any way.                                  
5. The observed interactions and interviews will be tape recorded if I accept it to 
be so.                                                                                                                                                      
6. All data are for research purposes only.                                                                                                   
7. All my data are confidential and the data will be destroyed within five years after 
completion of the study.                                                                                    
8. Extracts from the interview may be anonymously quoted in any report or 
publication arising from the research.                                                                                    
9. If I have questions about the research, or if I would like to see a copy of the final 
findings of the study, I can contact the researcher by calling her on the number 
given or write her on the address given.                                                                                            
 
I understand that further information about the study is available from: 
Name of investigator: Gertrude Grey Tiwonge Mwalabu 
Address: The University of Nottingham, School of Health Sciences 
Telephone: +44 07586038037 (UK); 09 99930195 (Malawi  W contact during field work) 
 
I agree/do not agree* to participate in this study. (*Delete where applicable) 
Name of participant: ________________________________________ 
Signature of participant: ________________________________________ 
Signature of investigator: ____________________ Date: ______________ 
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Appendix L: Consent Form for Service Providers  
I have read and understood the participant information sheet  
In signing this consent form I confirm that I understand: 
1. The purpose of the research project and my involvement in it.                                                          
2. My participation is entirely voluntary                                                                   
3. I may withdraw from the research at any stage without giving reasons.                                          
4. Withdrawing will not penalize or disadvantage me in any way.                                  
5. The observed interactions and interviews will be tape recorded if I accept it to 
be so.                                                                                                                                                      
6. All data are for research purposes only.                                                                                                  
7. All my data are confidential and the data will be destroyed within five years after 
completion of the study.                                                                                    
8. Extracts from the interview may be anonymously quoted in any report or 
publication arising from the research.                                                                                    
9. If I have questions about the research, or if I would like to see a copy of the final 
findings of the study, I can contact the researcher by calling her on the number 
given or write her on the address given.                                                                                            
 
I understand that further information about the study is available from: 
Name of investigator: Gertrude Grey Tiwonge Mwalabu 
Address: The University of Nottingham, School of Health Sciences 
Telephone: +44 07586038037 (UK); 09 99930195 (Malawi  W contact during field work) 
 
I agree/do not agree* to participate in this study. (*Delete where applicable) 
Name of participant: ________________________________________ 
Signature of participant: ________________________________________ 
Signature of investigator: ____________________ Date: ______________ 
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Appendix M: Guide for Observations  
1. Consultation style 
2. How much independence is given to adolescents in decision making? 
3. What kind of information is given? 
4. Is choice promoted or not? 
5. Do adolescents get a chance to ask questions?  
6. ƌĞƚŚĞǇĂƐŬĞĚĂďŽƵƚ ‘ŽƚŚĞƌ ?ŝƐƐƵĞƐƌĞůĞǀĂŶƚƚŽtheir transition to adulthood? 
7. Do providers talk about SRH issues? 
8. How do they talk about SRH issues with adolescents? 
9. Is it person centred or task oriented approach? 
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Appendix N:  “DǇ ^ƚŽƌǇ ? ŽŽŬ- Definitive Images and Definitive Sentence Completion 
Exercise  
 
DEFINITIVE IMAGES 
PICTURES DEPICTING DIFFERENT EMOTIONS ON EXPERIENCES OF GROWING UP WITH 
HIV 
 
 
              Am happy 
 
 
I accepted my condition 
 
 
Am glad that am alive and I love 
myself 
 
 
 
Am depressed 
 
 
         Am so worried   
 
 
Am angry with my illness 
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Am so hopeless 
 
 
I wish I was dead 
 
 
/ƚ ?ƐƐƚŝůůĚŝĨĨŝĐƵůƚƚŽĂĐĐĞƉƚŵǇ
condition 
 
PICTURES DEPICTING MAJOR NEEDS/ ISSUES THAT IMPACT ON ADOLESCENTS AS THEY 
GROW UP TO ADULTHOOD AND ADULT CARE 
 
 
Support from peers 
 
 
 
Being loved and accepted 
by peers 
 
 
Having a sexual partner 
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Counselling 
 
 
Family support 
 
 
Support group 
 
 
 
Contraceptive use 
 
 
            Taking  Drugs  
 
 
Type and approach of 
health services 
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Pregnancy 
 
 
Relationship with caregiver  
 
 
Relationship with service 
providers 
 
PICTURES DEPICTING FUTURE ASPIRATIONS AND PRIORITIES 
 
 
Continue with my education 
  
  
Go to university 
 
 
Have a job 
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Get married 
 
 
Have children 
 
 
Remain single but  have a job 
 
PICTURES DEPICTING INDIVIDUALS YOU WOULD TELL YOUR HIV STATUS 
 
 
My friends 
 
 
Service providers 
 
 
My family members 
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DEFINITIVE ^EdEKDW>d/KEyZ/^/E “Dz^dKZz ?KK< 
Major themes:  
x Experiences of growing up with HIV infection  
x Major needs/issues that impact on adolescent as they grow up to adult hood 
and adult care. May include: 
9 Sexual and reproductive health 
9 Disclosure of HIV status 
9 ART adherence 
9 Psychosocial support 
9 Future aspirations and priorities. 
9 Other medical issues 
NB: Have a look at the pictures and choose those that best match your responses to the 
questions to be completed and use the space provided to write your response or create 
an image that suits your response best.  
If you cannot read or write, the researcher will explain to you how you should just put 
stickers on images that best match your responses. 
A. Experiences of growing up with HIV infection (Use yellow stickers for images 
depicting your responses) 
Questions Responses 
Tell me your story about growing up 
with HIV (an adolescent will be asked 
to explain more about the response 
during interviews). 
- What makes you say that? 
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How do you feel about having HIV?  
(Put stickers on images that depict 
your responses) 
What do you think makes you feel like 
that? 
 
How does having HIV effect your: 
- relationships  with peers 
- relationships with family members 
- future plans 
If the relationship is affected or not 
affected, what do you think are the 
possible reasons for that?  
How about the reasons for the effects 
you have mentioned upon your future 
plans? 
 
 
 
 
B. Major needs/issues as you grow up to adulthood and adult care (use green 
stickers for images depicting needs/issues) 
Questions Response 
What might be your major challenges 
or difficulties of living with HIV as you 
are growing up to adulthood (Put 
stickers on images that suit your major 
challenges or create images).  
What are your reasons for choosing 
these images?  
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Who do you like to talk to about your 
condition? (Put stickers on pictures 
that suit your preferred individuals). 
Why talking to the people chosen? 
Why not talking to the others about 
your condition?  
 
What do you hope for in the future? 
(Put stickers on pictures that suit your 
future desires or create images).  
Do you think your condition influenced 
you in any way in regard to images 
chosen? 
If so how? 
If not, why not? 
 
 
What helps you to cope up with living 
with your condition? (Put stickers on 
pictures that depict on issues that help 
you to cope or create images) 
How does that help you cope up with 
your condition? 
 
What do you think are the most 
important and realistic strategies in 
meeting your needs? 
Why do you think so? 
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Appendix O: Interview Guide for the Caregivers 
Introduction  
Thank you very much for agreeing to participate in this study. As I had discussed with 
you earlier, I am interested in exploring your experiences of raising up a young woman 
growing with the illness. I will be asking you to look back and identify her needs as she is 
growing up to adulthood with the illness ?zŽƵĚŽŶ ?ƚŚĂǀĞƚŽĂŶƐǁĞƌĂůůŽĨƚŚĞƋƵĞƐƚŝŽŶƐ ?
Only answer what you feel comfortable with. Anything you say will be completely 
confidential and will be anonymously reported. 
Do you have any questions about the interview or the research? 
Demographic information 
Gender  
Age   
Number of children and their 
ages 
 
Years you have been caring 
for the adolescent 
 
Parental status  
Education background  
Residential area  
Marital Status  
Date of interview  
 
Experiences and challenges of caregivers / Needs of the female adolescents 
1 Can you tell me what it is like to look after an adolescent who is growing up 
with the illness? 
x Can you expand on your response 
x What do you think about it? 
x Do you have any worries and anxieties about raising up a young woman 
growing up with HIV?  
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x If yes, can you tell me about your worries and anxieties? 
x How do you plan to handle your worries/anxieties?  
x /ĨŶŽ ?ǁŚǇŶŽƚ Q ? ? ? ? ? ? 
x How comfortable/confident do you feel about discussing issues related 
to your adolescent who is growing up with the HIV with the: 
9 Adolescent herself 
¾ Which issues? Why? (probe for each issue) 
¾ At what age? Why? (probe for each issue) 
9  Health providers? 
9 Family members? 
9 Your friends? 
x If not comfortable, which issues and why not? (probe for each 
issue why not) 
2 What are your main issues/challenges of looking after a young woman growing 
up with HIV? (ask the caregiver to explain for each) 
x What have you done so far about them? (ask the reason for each action) 
x If you have not done anything about the issues, why? 
x How do you plan to handle the issues/challenges that you have not done 
anything about? 
x How have the issues/challenges influenced your: 
9 care for your adolescent  
9 attitudes towards the experiences and needs of your adolescent 
9 relationship with adolescent 
9 Relationship with other family members, friends and the 
community. 
x Please share with me what people in the community do to or say about 
female children/girls growing up with HIV? 
x Are there any other uses of ARVs apart from prolonging life? 
x How did you assist her to cope up with her status? 
x Who else is involved in provision of care to this adolescent? 
x How do you maintain confidentiality of her status? 
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3 In your views what would you say are the major needs/issues that affect your 
adolescent as she is growing up to adulthood and adult care? (probe even for 
those that are health related) 
x Can you describe any particular need/issue that affects your adolescent 
that you have found it difficult to deal with? 
x What do you think are the consequences? 
x How do you assist your adolescent not to become pregnant? 
x If your adolescent is found with condoms, what would you think about 
that adolescent? What will be your reaction? 
x If the service providers ask for your consent for your adolescent to 
access contraceptives, how would you respond? 
x At what age do you think female adolescents initiate sexual act? 
x Who do you prefer could discuss sexual and reproductive issues with the 
adolescent? Why? At what age? 
4 How do you support your adolescent regarding living with HIV and SRH issues? 
(probe more on what is done and its effect on the adolescent) 
x Who has so far provided assistance in regard to this? 
x Can you tell me the type of the assistance provided? 
x What do you think could have been done better and how? 
5 Which strategies do you think are the most important and realistic in meeting 
the needs of your adolescent as she grows up to adulthood and adult care?  
Is there anything else you would like to add on your views about female adolescents 
growing up to adulthood in general? 
Concluding remarks  
Thank you so much for sharing your experiences with me. If you have any further 
queries do feel free to get in touch with me through the number I have provided. 
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Appendix P: Interview Guide for the Service Providers  
Introduction  
Thank you very much for agreeing to participate in this study. As I had discussed with 
you earlier, I am interested in exploring your experiences in providing care to female 
adolescents growing up with HIV. I will be asking you to reflect back at your experiences 
and interactions with the adolescent and identify her needs as she is growing up to 
adulthood with the HIV ?zŽƵĚŽŶ ?ƚŚĂǀĞƚŽĂŶƐǁĞƌĂůůŽĨƚŚĞƋƵĞƐƚŝŽŶƐ ?KŶůǇĂŶƐǁĞƌǁŚĂƚ
you feel comfortable with. Anything you say will be completely confidential and will be 
anonymously reported. 
Do you have any questions about the interview or the research? 
Demographic information 
Gender  
Age   
Professional status  
Working experience: 
x in HIV management 
 
x with HIV infected adolescents 
 
x in adolescent health particularly 
SRH. 
 
Period of seeing this adolescent  
Any relevant adolescent health training   
Residential area  
Marital status  
Date of interview  
Time taken  
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Experiences and challenges of service providers / Needs of the female adolescents 
1. Can you tell me what it is like to provide care to an adolescent growing up with 
HIV? 
x Can you expand on your response 
x What do you think about it? 
x Do you have any worries and anxieties about providing care to this 
adolescent growing up with HIV?  
x If yes, can you tell me about your worries and anxieties? 
x How do you handle your worries/anxieties?  
x If no, why ŶŽƚ Q ? ? ? ? ? ? 
x How comfortable/confident do you feel about discussing issues related 
to her status as she grows up with the HIV with the: 
9 Adolescent herself  W which issues and at what age? Why? 
9 Fellow health providers? 
9 The guardian/parent? 
x If not comfortable/confident, specify which issues and why not? 
2. What are the main issues/challenges of providing care to this adolescent as she is 
growing up with HIV? 
x What have you done so far about her as a service provider? 
x How does this HIV management centre plan to handle the 
issues/challenges that you have not done anything about? 
x How have the issues/challenges influenced the: 
9 Care provided the adolescent in this centre?  
9 Attitudes of staff towards the experiences and needs of this 
adolescent? 
9 Relationship of staff and the adolescent? 
9 ZĞůĂƚŝŽŶƐŚŝƉŽĨƐƚĂĨĨĂŶĚĂĚŽůĞƐĐĞŶƚƐ ?ŐƵĂƌĚŝĂŶ ?ƉĂƌĞŶƚ ? 
x Please share with me what people in the community do to or say about 
female adolescents growing up with HIV? 
x Apart for being medication to prolong life in HIV infected people, what 
else have you heard people use ARVs for?  
x What challenges does she encounter and how have you assisted her? 
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3. In your views what would you say are the major needs/issues that affect this 
adolescent as she is growing up to adulthood and adult care? 
x Can you describe needs/issues that affect the adolescent that you have 
found it difficult to deal with? 
x What do you think are the consequences?  
x What issues do you comfortably discuss with the adolescent?  
x What are the guiding policies in this centre concerning accessibility of 
condoms or contraceptives to these adolescents? 
x What has been your experience? How about with this adolescent? 
x What challenges do you have in discussing sexual issues with this 
adolescent?  
x At what age do you think female adolescents initiate sexual act? 
x Have you ever had female adolescent collecting condoms in the 
consultation room?  If yes why do think it is easy for them collecting 
condoms? If not why do you think it is difficult for them collecting 
condoms? 
x What strategies have you put in place to prevent her from being 
pregnant? 
x What strategies are put in place to prevent the secondary transmission 
of the virus? 
4. How do you support female adolescents regarding living with HIV and SRH 
issues? 
x What do you think could have been done better and how?  
x How does the facility assist adolescents to disclose their status to their 
sexual partners? 
x If an adolescent has no caregiver, how do you handle such cases? 
5. Which strategies do you think are the most important and realistic in meeting 
the needs of your adolescent as she grows up to adulthood and adult care?  
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Is there anything else you would like to add on your views about female adolescents 
growing up to adulthood in general? 
Concluding remarks  
Thank you so much for sharing your experiences with me. If you have any further 
queries do feel free to get in touch with me through the number I have provided. 
 
 
